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ABSTRACT 
Over the past decade the process of moving persons with intellectual disability 
from large state institutions into smaller community based group homes has become an 
accepted practice in most Western countries� The relocation process is known as 
deinstitutionalisation and is based on theories of normalisation and Social Role 
Valorisation (Nirje, 1985; Wolfensberger, 1972). 
The thesis presents a report of Australia's largest deinstitutionalisation research 
project where residents from a government run institution-Challinor-in Ipswich, 
Queensland, were relocated after a government decision was made to close the centre. 
Institution residents at this time were mainly older (aged over 40 years), many had 
severe and profound levels of intellectual disability, behaviour problems, and most had 
been institutionalised for over 20 years. This population of aging long-term 
institutionalised adults with severe levels of intellectual disability are considered the 
most problematic to relocate into community settings. 
Most of the Challinor residents were relocated into community group homes under 
the auspices of normalisation (Nirje, 1 985) and person centred planning (Mount, 1 987). 
The principle of normalisation advocates the treatment and care of people with 
intellectual disability in the same way as citizens in our society without intellectual 
disability. Institutions or large scale residential and congregate services are deemed to be 
inappropriate as it is not necessary to isolate these people away from mainstream 
society. By adopting the principle of normalisation, people with intellectual disability 
are given more socially valued roles and equivalent treatment with the ultimate aim of 
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providing a better quality of life. 
The quasi-experimental design involved longitudinal assessment and repeated 
measures using standardised tests, rating scales and collection of objective information 
completed prior to the relocation and after 1 -, 6-, 12-, 1 8-, and 24-months of community 
living. The research aimed to document changes in adaptive and maladaptive behaviour, 
choice-making, and objective quality of life which could be attributed to the nature of 
the residential service provided. The assessments used were the Adaptive Behavior 
Scale (Nihira, Leland, & Lambert, 1993), the Resident Choice Assessment Scale 
(Kearney, Durand, & Mindell, 1995), and the Life Circumstances Questionnaire 
(Young, Sigafoos, Ashman, & Suttie, 1 996). 
Data were analysed for changes in adaptive and maladaptive behaviour, choice­
making, and objective quality of life, and for differences in age (20-39 years, 40-59 
years, and 60+ years) and level of intellectual disability (mild/moderate and 
severe/profound) for the population of 104 residents. Results for the total group indicate 
increases in adaptive behaviour, stable levels of maladaptive behaviour, increased 
choice-making, and improved objective quality of life when participants were living in 
community houses compared with their baseline score at Challinor. 
Changes in adaptive behaviour over time by age and level of intellectual disability 
show improvements for all adults with severe levels of intellectual disability and older 
adults with mild/moderate intellectual disability. Older adults and those with severe and 
profound intellectual disability benefited from the relocation. There was variation in 
choice-making as adults with mild/moderate intellectual disability had higher scores 
while the yourigest age group with severe/profound intellectual disability were making 
less than half of everyday choices after 24 months of community living. All ages and 
Vl 
levels of intellectual disability increased in objective quality of life. Trend analysis 
showed that, after 24 months, many results were beginning to plateau suggesting that the 
momentum of the early days is not being maintained-an issue that needs to be 
addressed in the future by service providers. 
A sample (n = 31) of those already relocated into the community was matched 
with someone still living at Challinor to provide a direct institution versus community 
comparison. Community life again had superior outcomes in all areas assessed except 
for maladaptive behaviour which remained unchanged. A series of case studies provided 
further quantitative and qualitative evidence and these results illustrate variation in 
individual outcomes for adaptive behaviour, maladaptive behaviour, choice-making, and 
objective life quality. 
Results for the total community group, matched group, and case studies provided 
evidence for more favourable outcomes for adults with intellectual disability living 
under a residential service model in the community compared with living at Challinor. 
The plateauing of results and variation in individual outcomes, especially after two years 
of community living, suggested that relocation alone may be insufficient to maintain 
adaptive behaviour, choice-making, and objective life quality. Attention needs to be 
given to developing the skills of staff to capitalise on gains which have been achieved. 
Staff should be educated in specific pedagogical procedures such as active support 
(Jones et al., 1999) and the teaching strategies of Special Education to maintain the 
initial momentum after relocation. Deinstitutionalisation is a first step in re-evaluating 
residential service provision and the role of direct care staff to adults with intellectual 
disability in Queensland. 
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CHAPTER I 
INTRODUCTION 
Background 
Institutions for people with intellectual disability have been closing over the last 
25 years as a consequence of widespread international acceptance of the notion of 
deinstitutionalisation. While researchers have docwnented life changes in samples of 
adults with intellectual disability as they relocated from the restrictive, dehwnanising 
living conditions in institutions, there have been relatively few studies that have 
followed the total closure of an institution (notable exceptions being Pennhurst in the US 
and St Nicholas Hospital in Australia), or included a mainly older, long-term 
institutionalised population with severe/profound levels of intellectual disability. This 
thesis describes some consequences of a total institution closure in Queensland, 
Australia through the longitudinal monitoring of residents' adaptive and maladaptive 
behaviour, choice-making, and objective life quality. 
Terminology 
As this thesis covers a timeframe of several decades and encompasses 
international perspectives a standard vocabulary is used which is consistent with that 
currently used in this field in Australia. The terminology addresses issues of political 
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correctness and will avoid contradictions and confusion if standard terminology is 
adopted. Intellectual disability will be used instead of the terms mental retardation 
(United States), learning disability (United Kingdom), mental handicap, or 
developmental disability, which are currently in use elsewhere. Residential services will 
describe institution instead of asylum, hospital, residential campus, or other large centres 
of congregate care; cluster centre for village or small centre-based congregate care; and 
community housing for ordinary dispersed, detached houses spread throughout the 
suburbs. Deinstitutionalisation is a term to describe the relocation of people (in this case 
adults with a primary diagnosis of intellectual disability) from large residential centres 
of congregate care based on block treatment, rigidity of routine, and depersonalisation. 
Intellectual disability was defined by the American Association on Mental 
Retardation (AAMR) using the term mental retardation.
Mental retardation refers to substantial limitations in present functioning. It is 
characterized by significantly subaverage intellectual functioning, existing 
concurrently with related limitations in two or more of the following applicable 
adaptive skill areas: Communication, self-care, home living, social skills, 
community use, self direction, health and safety, functional academics, leisure 
and work. Mental retardation manifests itself before age 18. (1992, p. 1)  
A proposed draft is currently under review as follows: 
. . .  mental retardation refers to substantial limitations in present functioning . . .  
and . . .  is characterized by significantly subaverage general intellectual 
functioning, existing concurrently with related significant limitations in 
practical, conceptual and/or social adaptive skills. Mental retardation manifests 
itself before age 18. (American Association on Mental Retardation, 2000, p. 1) 
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Intellectual disability must be described also in terms of the level of disability or 
functioning. Traditional definitions have described these levels as mild, moderate, 
severe, and profound and are based on an assessment of intellectual functioning 
primarily by an intelligence test (American Psychiatric Association Diagnostic and 
Statistical Manual of Mental Disorders-IV, 1994). More recently, terms such as high 
and low support needs have been used to describe the amount of support required by an 
individual in their daily life. For the purposes of this thesis the traditional terms mild, 
moderate, severe, and profound will be used as they are more widely understood by 
society, and have some degree of objectivity when based on individual record details, 
whereas level of support requires a subjective determination of what an individual 
can/cannot do. It is acknowledged that the terms mild, moderate, severe, and profound 
intellectual disability are not regarded by many as being politically correct. Levels of 
intellectual disability will be considered in this study which also investigates adaptive 
behaviour, choice-making, and objective life quality. 
A measure of life functioning is obtained by assessing adaptive behaviour which is 
defined by Butler (1990, p. 707) as "the individual person's skill in adjusting to the 
environment at adequate levels of independence and responsibility through maturation, 
learning and social adjustment." It manifests itself in three ways: as the acquisition of 
age appropriate self help skills to permit independent functioning; the development of 
patterns or codes of behaviour which are appropriate for different social contexts; and as 
the ability to benefit and learn from direct personal experience. In Australia institutions 
are commonly seen as not providing opportunities for adaptive behaviour, learning 
skills, or being able to participate in a normalised lifestyle similar to those without an 
intellectual disability. Adaptive behaviour is one way of investigating whether life has 
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changed for adults with intellectual disability after they are relocated from an institution 
into community houses. 
Choice-making is another way of investigating lifestyle changes as self­
determination is considered a fundamental right of all citizens. Because of their 
depersonalisation, institutions are often perceived to restrict levels of personal freedom, 
where as community living is perceived as fostering increased opportunities for choice 
and individual freedom. 
And finally, objective life quality associated with community living is another way 
of assessing lifestyle changes. By investigating community access opportunities, 
friendship networks, family contact, participation in life routines, and improved 
residential conditions it is possible to compare institutional and community lifestyle 
opportunities. 
The definitions of intellectual disability previously described encompasses four 
assumptions about valid assessment that include: (a) cultural and linguistic diversity­
objective life quality scoring was based on applicability and acceptability of Australian 
norms in the mid-l 990s; (b) limitations in adaptive skills occur within the context of 
community environments typical of the individual's  age peers and is indexed to the 
person's individualised needs for support - decrease in scores or loss of skills can 
therefore be attributed to lack of support that is outside the person's control; ( c) specific 
adaptive limitations often coexist with strengths in other adaptive skills or other personal 
capabilities-focus on the person's strengths, not what they cannot do; and (d) with 
appropriate supports over a sustained period, the life functioning of the person with 
intellectual disability will generally improve. This thesis aims to investigate whether 
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community living facilitates individual change in adults with intellectual disability who 
have been institutionalised for most of their lives. 
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The thesis is organised in a traditional way into eight chapters. Chapter 1 provides 
an overview and purpose for the research. The purpose is to monitor longitudinal 
changes in adapative and maladaptive behaviour, choice-making, and objective life 
quality in a population of older longterm institutionalised adults with mainly 
severe/profound levels of intellectual disability as they are relocated from their 
institution to community houses. The research employed four main design features: (a) 
whole of population was followed after total institution closure, (b) longitudinal focus 
over 24 months of community living, ( c) repeated measures, and ( d) linking of 
quantitative and qualitative data. 
Chapter 2 explains the theoretical background of the research. Normalisation, 
deinstitutionalisation, Social Role Valorisation, and person-centred planning are defined 
and described in terms of their impact on the movement away from public acceptance of 
institutions for providing residential services for people with intellectual disability. 
Chapters 3 and 4 investigate deinstitutionalisation and the historical process of 
institutional reform. Chapter 3 describes the outcomes of deinstutionalisation from 
European, North American, and Australian perspectives, and reports research findings 
which suggest that relocation from an institution generally provides benefits for people 
with intellectual disability. Chapter 4 documents the history of institutions and describes 
their negative features which encouraged changes in policy regarding the most 
appropriate residential care of people with intellectual disability. While this section deals 
with negative aspects of institutionalisation, some studies have drawn attention to the 
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similarity between life in the community and in the institution. Institutional reform 
occurred and is described from an Australian and Queensland perspective, followed by a 
description of the process that occurred at the institution-Challinor-that is the focus 
of this thesis. 
Chapter 5 outlines the rationale behind the selection of research instruments, 
procedures, and analyses, and Chapter 6 presents the research methodology. 
Participants, research instruments, and procedures are described, as well as 
methodological issues related to longitudinal research of this nature and the use of proxy 
respondents. 
Chapter 7 summarises the results from the longitudinal monitoring of adaptive and 
maladptive behaviour, choice-making, and objective life quality in three ways. Firstly, 
overall group results are presented which look at changes over time and according to age 
and level of intellectual disability. Secondly, a sample of those living in the community 
was matched with someone still living at Challinor to provide direct institution versus 
community comparison. And finally, a series of case studies are presented that provide 
evidence for the benefits of living in a community house compared with the institution, 
but with variation in individual outcomes. 
Chapter 8 presents a discussion of the findings based on overall results, an 
explanation for the range of individual variation, and implications for residential 
services for adults with intellectual disability in the community. Limitations of the study 
together with areas for future research will also be described. 
CHAPTER2 
THEORETICAL PERSPECTIVE ON NORMALISATION, 
SOCIAL ROLE V ALORISATION, 
AND QUALITY OF LIFE 
Introduction 
Normalisation and Social Role Valorisation are social theories that have shaped 
positive approaches towards care and support involving lifestyle issues in the field of 
intellectual disability. Service delivery approaches based on these philosophies are 
aimed at improving the quality of life for people with intellectual disability and 
accomplished through person-centred planning. In Chapter 2, normalisation, Social Role 
V alorisation, quality of life, and person-centred planning will be discussed with regard 
to their influence on institutional reform. 
Normalisation 
Normalisation developed with the coming together of contextual factors involving 
human rights, a person's social context, and the realisation that intellectual disability 
was not a medical affliction requiring treatment to achieve a cure. It provided an 
ideological framework in which the paternalistic responses of people working in the 
disability field could be challenged (Whitehead, 1992) and arose from a number of 
historical and sociological factors. 
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Factors Influencing the Spread of the Normalisation Principle 
Normalisation did not emerge as an isolated concept but had roots in the ideas, 
movements, and attitudes following World War II most notably the concerns reflected 
by the human and civil rights movements (Whitehead, 1992). Deprivation during the 
1930s depression and atrocities committed by the Hitler regime prompted political 
changes on an international scale and a belief that the rights of minority groups, 
including people with intellectual disability, needed protection. In addition, improved 
medical techniques kept injured soldiers alive, new technologies allowed them to return 
to live productive lives within society, and major polio epidemics raised the profile of all 
people with disabilities. 
This increased profile of people with disabilities highlighted their lack of rights 
that was addressed in the United Nations Declaration of Human Rights (Office of the 
High Commissioner for Human Rights, 1948) and, later, the Declaration on the Rights 
of Mentally Retarded Persons (United Nations High Commissioner for Human Rights, 
1971). Both declarations added impetus to social reform by advocating for people with 
intellectual disabilities. 
Two strong social movements influenced public attitudes and opinion. Firstly, the 
humanist belief that everyone is worthy of the same respect and dignity (Heal, Sigelman, 
& Switzky, 1980) placed the degrading conditions of institutions for people with 
intellectual disability on the social agenda and attacked them as a major breach of 
human and civil rights (Simpson, 1998). Secondly, advocates of social change advanced 
their case that the state had a major role in providing appropriate supports to enable all 
people to live as others in society (Whitehead, 1992). These challenging views centred 
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on the sense of injustice of prevailing customs, practices, and attitudes towards people 
with an intellectual disability and were further reconceptualised in sociological theory. 
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By the early 1960s sociological theories were beginning to have an impact on the 
way people with disabilities were treated. There were numerous anomalies between the 
way in which people were perceived and how others reacted to them. Institutions at this 
time housed large communities of people with an intellectual disability away from the 
rest of society because of the belief that they were deviant and could only be treated and 
rehabilitated according to a medical model of care. The existence of institutions 
contradicted the belief that these people were a part of society and this belief was boldly 
confronted by Goffman's (1961) critique on asylums and the emergence of labeling and 
deviancy theory. 
Goffman (1961) suggested that labeling creates deviance or abnormality because 
the behaviour of institutionalised individuals adjusts to the label assigned to them and 
others react on the basis of this label which, in turn, may exacerbate deviant behaviour. 
Institutions, therefore, reinforced beliefs and behaviours and promoted a cycle of self­
fulfilling prophecy in relation to social behaviour. Proponents of deviancy theory (such 
as Goffman) challenged traditional institutional and professional approaches that 
incorrectly emphasised medical problems. Other social changes came from the work of 
Mead (1961) and Garfinkel (1967). 
Sociological influences at this time embraced symbolic interactionism and the 
perception of others as a determinant of self following the work of Mead (1961) in the 
South Pacific. She attributed many behaviours as culturally rather than biologically 
determined. Inclusion of people with intellectual disability within the Samoan culture 
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meant their disability was not as obvious due to participation and acceptance in all 
aspects of the culture (Smith & Johnson, 1997). The influence of ethnomethodology 
(Garfinkel, 1967) explained individual behaviour as a result of interaction with others 
and the immediate environment. These theories combined with the civil rights 
movement to produce changes at an international level (Whitehead, 1992) while other 
emerging developments (such as behaviourism) within the field of psychology became 
influential. 
Behavioural approaches of pedagogy provided an effective way of teaching skills 
to people with intellectual disability because they changed behaviour from a symptom or 
diagnostic indicator of intellectual disability and redefined it as a definitive element. As 
a result of this definition change, social competence became important with its emphasis 
on increasing adaptive behaviour rather than eliminating maladaptive behaviour 
(Simpson, 1998) prompting a shift from a medical orientation. 
In the 1970s the medical model guided treatment and care in institutions for 
residents with intellectual disability but was challenged by professional groups including 
therapists, teachers, social workers, and psychologists who began to direct attention to 
the skills of people with intellectual disability rather than their deficits (Tyne, 1992). 
These professional groups advocated a behavioural approach to education and training 
that successfully developed skills and behaviours thereby reducing the perceived level of 
intellectual disability (Simpson, 1998). 
An educational orientation allowed development of normalisation as professionals 
aimed to reduce paternalism, emphasise individual needs, and provide opportunity for 
freedom of choice to people who were now being viewed more positively by society. As 
Chapter2 
normalisation was no longer the possession of any single profession or discipline it 
provided the first unified approach to the care and support of people with intellectual 
disability that had universal applicability. 
History of the Principle of Normalisation 
1 1  
The principle of normalisation was conceived by Bank-Mikkelson and 
acknowledged by a legislative commitment in Denmark in 1959 (Bank-Mikkelson, 
1969). It encompassed the notion that people with and without intellectual disability 
could live similar lives. Normalisation was later defined by Nirje (1969) as "making 
available to the mentally retarded patterns and conditions of everyday life which are as 
close as possible to the norms and patterns of the mainstream society" (p. 181 ). It was 
composed of eight descriptive facets involving normal rhythms of the day; normal 
rhythms of the week; normal rhythms of the year; normal lifecycle development, age 
appropriate activities, and recreation; normal economic conditions; normal 
environmental conditions; normal respect; and normal sexual patterns of culture and 
interpersonal relations. 
Normalisation does not mean making people normal but acknowledges acceptance 
of the person with intellectual disability as having rights, responsibilities, and 
opportunities for variation and choice (Perrin & Nirje, 1985). It is founded in the notion 
that placement in the community is insufficient as people with intellectual disability 
require support to achieve social integration. Services need to account for individual 
variability, preferences, and choice by providing a range of specialised services, 
training, and support to facilitate the introduction of living conditions and routines 
similar to others in the community. 
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The principle of normalisation is applicable to all levels of intellectual disability 
and is culturally neutral (Perrin & Nirje, 1985). While it originally applied to 
Scandinavian service provision it has, as its reference, local cultural norms and living 
conditions. Thus normalisation provides guidelines, principles, and practical suggestions 
for how to treat people with an intellectual disability. To determine whether 
normalisation is being achieved it is necessary to evaluate opportunities for choice as -
well as objective life circumstances existing in a particular society. 
Adherence to the principle of normalisation significantly influenced thinking and 
approaches to service provision for people with an intellectual disability by: (a) creating 
a focus on the characteristics of a desirable lifestyle; (b) providing a framework for 
problem solving; ( c) creating a rationale for the use of ordinary housing, employment, 
community living, and advocacy; and ( d) creating a social movement and networks of 
people advocating its implementation. In the following section the principle of 
normalisation is elaborated into Social Role Valorisation. 
Social Role Valorisation 
The concept of normalisation was refined by Wolfensberger (1972) who renamed 
it Social Role Valorisation (SRV) with the added dimension of people with an 
intellectual disability playing valued roles, (such as that of citizen) in society. Influenced 
by deviancy theory, Wolfensberger believed that normalisation and valued social roles 
would result in other desirable features being automatically attributed to people with 
intellectual disability (Wolfensberger & Tullman, 1982). Wolfensberger (1983) claimed 
that SRV was a more accurate descriptor of normalisation involving the enhancement of 
an individual's social image, perceived competencies, and the valuing of them as a 
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person. Most recently, Wolfensberger (2000) stated that SRV is no longer simply a 
version or renaming of normalisation. Earlier descriptions based on normalisation will 
be described as SRV now discusses issues which are beyond the current scope of this 
thesis. 
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The underlying premise of SRV describes the welfare and treatment of people as 
depending on their social roles. In an interaction, all behaviour is influenced by our 
thoughts of the person, their abilities and attitudes that affect our expectations, constrain 
our behaviour, and further define roles in the interaction. Social role positions, valued by 
others or seen in a positive light will generally be treated positively by society whereas 
persons with devalued roles will typically be badly treated in terms of dignity, growth, 
competence, health, wealth, and lifespan opportunities. SRV aims to attribute valued 
roles to those in society who are devalued, thereby resulting in improved life conditions. 
Devalued people conform to societal expectations (Wolfensberger 1 983). For 
example, a person with intellectual disability and severe challenging behaviours who is 
given limited choices or autonomy over their life might be perceived as being deviant. If 
they reside in an institution with barred windows, locked doors, and limited individual 
freedom not representative of the rest of society this devaluation affects their behaviour. 
A self-fulfilling prophecy is established because atypical behaviour is attributed to their 
intellectual disability rather than being caused by the way they are treated. When a more 
valued social role is attributed to a person with intellectual disability they are likely to 
assume desirable and appropriate roles and behaviours resulting in greater expectations 
for the person and subsequent achievements (i.e., an upward self-fulfilling prophecy). 
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The separation of people with an intellectual disability from ordinary 
neighbourhoods and inappropriate behaviour when out, reinforces public fear and 
prejudice and perpetuates devalued social roles. However, valued social roles may be 
attributed to a person with intellectual disability if they are seen doing ordinary tasks 
such as grocery shopping or experiencing a lifestyle similar to those without an 
intellectual disability. One way of creating valued social roles for people with 
intellectual disability is the adoption of changes to service delivery including relocation 
from the institution into community housing. 
Valued social roles may also be enhanced by the physical settings of residences 
with internal and external features similar to those experienced by the rest of society, 
living in small rather than large groups of residents, social integration with age and 
culturally appropriate activities, separation of service functions for direct care and 
community access, and use of non-devaluing language, and other symbols reflecting 
positive values (e.g., lifestyle support worker instead of residential care officer). There 
are expectations that a person's social image would be enhanced by an individualised 
environment and lifestyle with social integration, life enriching interactions, and 
promotion of valued socio-sexual identity (Wolfensberger, 1 983). They also need to be 
attributed the rights and responsibilities of citizens of society (Wolfensberger, 2000) 
which includes the right to sign leases for accommodation. 
To achieve SRV, service providers must change aspects of a person's 
circumstances and behaviour that make the person appear devalued, ultimately resulting 
in positively changed societal expectations of people with intellectual disability. This is 
achieved through the provision of services emphasising the principles of normalisation 
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and SRV and by institutional reform involving changed service delivery, residences, and 
lifestyle. 
Institutional Reform 
Institutional reform for people with intellectual disability ( deinstitutionalisation) 
involves reduction in size or closure of large congregate residences, relocation 'of people 
into community housing with support systems, the provision of lifestyle options required 
for successful community living, and the creation of accommodation models and 
services that approximate lifestyles experienced by people without an intellectual 
disability. Inclusion has become an accepted practice for children with an intellectual 
disability in education and recreation settings, and deinstitutionalisation is a similar 
process facilitating the inclusion of adults into the community. 
Deinstitutionalisation does not mean abdication of responsibility for provision of 
specialised care, support staff, therapy, behaviour programs, medical assistance, or 
physically adapted envir!lnments. These need not be provided in special living 
environments (i.e., institutions) but rather as "special interventions within a pattern of 
ordinary living" (Shepherd, 1988, p. 2). Once there is a changed societal perception, 
including acceptance of people with a disability as people first who are entitled to a 
valued social role, it is easier to conceptualise the range of options and opportunities 
being as broad and diverse as it is for the rest of the population. 
In our society most adults have opportunity to express independence and 
individuality in areas of their life including accommodation preferences. While 
institutional reform has often been perceived as involving moving people out of large 
institutions only it is more importantly the quality of life, opportunities for choice and 
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self-determination, and degree of normalisation experienced that is more significant than 
merely the physical location and residential style (Ross, 1988). The extent of these 
changes are reflected in issues of quality of life. 
Quality of Life 
Quality of life (QOL) has emerged as a multi-dimensional concept for assessing 
the impact of services on the daily lives of people with intellectual disability (Felce, 
1997; International Association for the Scientific Study of Intellectual Disability 
(IASSID), 2000). A core principle of QOL pronounces that the same factors and 
relationships are equally important for people with or without intellectual disabilities 
(IASSID, 2000). It is viewed as a guiding principle in the enhancement of personal 
development and evalliation of intervention and service delivery support (IASSID, 2000;
Schalock, 1994), hence the rationale for its incorporation into the present study. 
QOL is a lifespan concept (Brown, 1997; IASSID, 2000) which can be both 
objective and subjective (Cummins; 1995; Eckersley, 1 999; Felce & Perry, 1 995a; 
IASSID, 2000; Schalock, 1994). It is a concept denoting positive factors including 
independence/ interdependence, productivity, community integration, and satisfaction 
(Felce, 1997; Schalock, 1994). Measures of personal (i.e., subjective) quality of life may 
not reveal whether living conditions are changing for better or worse, whereas 
evaluation of objective life data allows a judgement as to changes in aspects of life 
quality. QOL for people with an intellectual disability has been framed in the following 
models. 
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Models of Quality of Life 
Models of QOL have been developed for use with people with intellectual 
disability. A draft consensus document by noted researchers in the field of intellectual 
disability describes the QOL framework as encompassing eight core ideas including 
domains of emotional well-being, interpersonal relations, material well-being, personal 
development, physical well-being, self-determination, social inclusion, and rights. 
(IASSID, 2000). The assessment of basic needs, material and social acquisitions, 
choices and opportunities, and environments are aspects of life which can be improved, 
hence, their importance in an evaluation of changes in life quality. 
In a summary of factors assessed by psychometrically validated quality of life 
instruments, Schalock (1994) found the most commonly included factors to be home and 
community living, finances (employment, possessions), social integration (family, 
friends, natural supports), health status/safety; and personal control/choices/decision­
making. Furthermore, Cummins (1997) concluded that the Quality of Life Questionnaire 
(Schalock & Keith, 1993) and his own Comprehensive Quality of Life Scale-Intellectual 
Disability had the greatest scope and adequate psychometric properties to be used with 
people with intellectual disability. Aspects of these scales and their relevance to the 
present study are discussed below. 
Schalock (1990) combined objective, subjective, and interactional factors to 
explain QOL based on aspects of home and community living, employment, and health. 
Objective measures in the Quality of Life Questionnaire (Schalock & Keith, 1 993) 
included home ownership, daily living activities, compensation, health, and social 
networks. Subjective measures included choices, autonomy, relationships, and 
psychological indicators, and interaction measures included social support and the fit 
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between the person and his/her environment. This assessment tool was not deemed to 
provide adequate detail for comparing institutional and community lifestyles within the 
Australian context. 
Cummins (1993a) focused on the importance of individual values in defining 
objective and subjective quality of life. His model encompassed objective QOL domains 
including material well-being, health, productivity, intimacy, safety, place in 
community, and emotional well-being. Subjective QOL also encompassed these seven 
domains but is measured using satisfaction weighted by importance (Cummins, 1997). 
His Comprehensive Quality of Life Scale-Intellectual Disbality (ComQol-ID) was 
validated for use with individuals with intellectual disability and has established 
reliability and validity for use by people with intellectual disability or two proxy 
respondents who know the person well. When the present study began in 1 995, the 
ComQol-ID was in the developmental stages with psychometric properties still being 
established and it was not selected for use (see e.g., Cummins, McCabe, Romeo, Reid, 
& Waters, 1997 for validation of ComQol-ID in 1997). Because of the longitudinal 
nature of the study, it was thought that the addition of the validated, reliable measure 
late in the study was not appropriate. 
A slightly alternative perspective on QOL was presented by Borthwick-Duffy 
(1992) and refined by Felce and Perry (Felce, 1997; Felce & Perry, 1 995a). It involved 
evaluation and satisfaction with life conditions including the need to take into account 
personal values, aspirations, and expectations. Felce (1997) explained quality of life as 
the sum of objectively measurable life conditions experienced by an individual together 
with subjective responses to such conditions indicating personal satisfaction with life. 
Aspects of environmental quality, developmental progress, resident activity patterns, 
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family and friendship contact, community access and activities, staff turnover and 
performance, and family and consumer satisfaction (Felce & Perry, 1995a) are framed 
within the domain structures of physical, material, social, productive, emotional, and 
civic well-being. 
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Productive well-being involved three aspects: personal development including the 
acquisition of skills or personal competence and is reflected in adaptive behaviour 
scores; self-determination involving autonomy and choice-making; and constructive 
activity reflecting life routines and community participation. These domains are used to 
identify and classify aspects of change in the lives of people with intellectual disability 
in the present study. Satisfaction is also an important component of quality of life. 
Expressed satisfaction is the essential criterion of QOL (Cummins, 1 995; Felce, 
1997) as views differ depending on individual perspectives, however, there are inherent 
difficulties. Edgerton (1990) cautioned against the assumption that there are objective 
standards for defining a reasonable QOL, but given the limitations imposed in assessing 
the views of people with intellectual disability it may be better to obtain a 
response/result compared with no response for this group. Felce (1997) stated that 
obtaining a subjective appraisal from an individual about their perceived life quality is 
not the same as gaining information from proxy respondents. There are five reasons for 
evaluating objective quality of life only and these are outlined in the following section. 
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Objective Quality of Life 
Reasons for assessing objective quality of life include the following. 
1. Stability of objective perceptions over time
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People with intellectual disability, like other socially, economically, or 
educationally disadvantaged persons lack independence and experience to maintain or 
change life conditions relative to their subjective appraisal. Reports of satisfaction adjust 
to this reality (Felce, 1997; Rodgers & Converse, 1975). For example, Holland (1992) 
found residents in a range of living environments, including impoverished institutions 
and community housing expressed equally high satisfaction even though their living 
conditions differed greatly. They adapted to and reappraised their situation in the light of 
what they knew. Objective measures of QOL are valid, reliable, and preferable to 
subjective assessments as conditions can be better or worse regardless of personal 
opinion (Rodgers & Converse, 1 975). 
2. Unreliability of longitudinal subjective perceptions
People without intellectual disability in different countries and over time are 
reported as being happy and satisfied with their lives (Eckersley, 1999). This is more 
pronounced for people with low expectations due to living circumstance, status, and life 
options who report satisfaction even under adverse life conditions such as poverty, poor 
housing, threats to health or safety, victimisation, social isolation, and personal loss 
(Edgerton, Bollinger, & Herr, 1 984; Flynn, 1989). When life situations change for better 
or worse people recalibrate and adjust expectations to maintain a relatively stable and 
positive rating of life satisfaction under homeostatic control (Cummins, 2000). 
Cummins has proposed that cognitive illusions are central to this homeostasis allowing 
Chapter 2 21 
for positive subjective opinions as buffers of reality but not always reflected accurately 
or realistically by objective realities of life. Significant changes in life conditions result 
in temporary changes in reports of well-being while the longitudinal pattern remains 
relatively stable (Costa, McCrae, & Zonderman, 1987; Edgerton, 1990; Keogh & Pullis, 
1980). Individual satisfaction may have been an indicator sensitive to gross and 
immediate changes in life conditions but not to changes over the longitudinal period of 
the present study (Pelee, 1997). Hence, opinion recorded longitudinally may not provide 
an accurate representation. 
3. Comparability with the general population
The lifestyles of adults with and without intellectual disability are comparable and 
ratings of lifestyle satisfaction for people with intellectual disability have been found to 
be within the normal range (Cummins, 1995). Quality of life must be applicable to the 
population as a whole with cultural norms providing the standard of reference against 
which the life circumstances of people with an intellectual disability are judged (Pelee 
1997; Felee & Perry, 1 995a). The interpretation of objective life quality data against 
societal norms is a sound approach (Felee & Perry, 1995a) and evaluates facets of 
normalisation. 
4. Objective aspects explain most of the variance of QOL
QOL is influenced most by individual and objective aspects rather than subjective 
feelings of well-being. In a study of quality of life of715  adults with varying degrees of 
intellectual disability, Schalock, Lemanowicz, Conroy, and Feinstein (1994) found 
personal characteristics (especially adaptive and challenging behaviour) explained most 
variance in a person's QOL index with objective life circumstances adding a small 
amount, while the perception of significant others added very little to the variance 
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explained. In the present study a standardised measure of adaptive and maladaptive 
behaviour was used as well as collecting objective information through the Life 
Circumstances Questionnaire. Subjective information would have added little to the 
findings. 
5. Problems assessing subjective QOL in people with severe intellectual
disabilities
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There are specific problems associated with assessing QOL in people with severe 
intellectual disability (Heal & Sigelman, 1995). Problems with reliability are associated 
with assessing the subjective views of residents because of their level of intellectual 
disability, and accuracy and appropriateness issues are associated with the use of 
significant others as proxy respondents. 
Expressed satisfaction with quality of life has been regarded as important because 
individual opinion is more sensitive than imposed objective measures. However, Felce 
(1997) cautioned against the problematic nature of expressed satisfaction of well-being 
as, firstly, it may be determined more by internal temperament than by external 
conditions and, secondly, the inability of people with severe and profound intellectual 
disability to express an opinion leading to the use of proxy respondents has created 
further uncertainty as to the accuracy of responses. These problems will be discussed 
further. 
There are specific problems associated with assessing QOL in people with 
intellectual disability. They include assessing subjective QOL opinions, acquiescence 
problems, and validity and reliability of responses. 
Problems associated with assessing the subjective opinion of people with 
intellectual disability includes their tendency to acquiesce and to choose the last choice 
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in a range of offered responses (Sigelman, Budd, Spanhel, & Schoenrock, 198 1 ;  
Sigelman, Budd, Winer, Schoenrock, & Martin, 1982). Acquiescence may be related to 
level of cognitive competence as well as a tendency for social desirability to produce 
inflated reports of satisfaction (Shaw & Budd, 1982). The adoption of either simple 
yes/no formats combined with complex and abstract questions is not appropriate for use 
with adults with severe intellectual disability. Sigelman, Schoenrock et al. ( 1981)  
reported that people with severe and profound intellectual disability were unable to 
respond truthfully or accurately to questions. Their answers were biased and inconsistent 
over time, and there was even difficulty responding to pictures, verbal questions, 
multiple-choice and open-ended formats. A degree of cognitive skill is required for 
subjective evaluations of QOL as judgements of satisfaction require a cognitive 
processing component (Rodgers & Converse, 1975; Zautra & Goodhart, 1979). 
Obtaining accurate responses may be beyond the capability of current QOL measures. 
Many problems are associated with trying to gain valid and reliable subjective 
information from people with an intellectual disability about complex issues related to 
QOL. Obtaining an answer is necessary but the quality and reliability of that answer is 
also important (Felce & Perry, 1 995a). QOL questionnaires may be influenced by the 
dynamics of the interview while there are problems associated with distortion of the 
interviewees' own words through the need to paraphrase complex items to elicit a 
response (Antaki & Rapley, 1996). It is not possible to obtain a personal account of 
values or feelings of satisfaction for people without expressive language skills or the 
ability to process complex and abstract concepts. Only some people with severe 
intellectual disability can respond verbally and unpredictability of responsiveness 
increases with severity of disability (Sigelman, Schoenrock et al., 1981 ) . 
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The use of objective measures may be the best and only feasible approach for 
people with inadequate expressive and receptive language skills as it remains 
questionable whether a valid representation of their life experiences and circumstance 
could be given by another person. However, to ignore objective assessment of life 
conditions may not safeguard a person's interests (Felce & Perry, 1995a). 
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While one of the goals of institutional reform is to increase QOL, it must also 
provide supports and services to help people remain in the community and living 
successfully. Therapy, behaviour support, recreation services, competitive and supported 
employment, supported holidays, and respite services are important for maintaining an 
individualised quality lifestyle in the community. Person-centred planning is the process 
considered most appropriate for maximising individualised lifestyles. 
Person-Centred Planning 
The principles of normalisation have been translated into five essential 
accomplishments providing direction for provision of human services (O'Brien & Lyle, 
1987). The five accomplishments are community presence, community participation, 
respect, choice, and competence. Services can create these accomplishments through 
person-centred planning (PCP). 
PCP was developed in the 1 980s as a model to help understand people with 
disabilities and facilitate effective problem-solving to promote individualised and 
inclusive life experiences (O'Brien, O'Brien, & Mount, 1997). It looks at 
deinstitutionalisation and provision of services from a decentralised, bottom-up 
perspective and involves building a comprehensive description of life patterns, interests, 
and preferences of the person to be relocated to improve the likelihood of positive 
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experiences such as increased relationships, inclusion in community settings, dignified 
and respectful roles, greater choices, and increased competencies (Laski, 1980). Service 
applications come from knowledge of the preferences, desires, abilities, and limitations 
of the person combined with trends, openings, opportunities, and barriers in the 
environment. Person-centred planning aims to value the person with intellectual 
disability which is the ultimate goal of SRV. 
A model of service delivery was implemented by Mount (1987) who described PCP 
in contrast to the traditional system-centred team approach. Ackoff and Emery (1972) first 
described values required by services as including interdependence as opposed to 
independence, co-operation rather than competition, humanisation instead of 
dehumanisation, and emphasis on the beauty or positives in each person as opposed to 
their deformities and lack of abilities. These are the values to be encouraged through 
person-centred planning. 
PCP aims to bring together the most important people in the life of the focus 
person to help plan a better lifestyle than presently experienced based on the person's 
interests, talents, and preferences. The Mount (1987) model focuses on an ecological, 
interactive perspective resulting in a personal futures plan, whereas the traditional 
approach is a mechanistic blueprint implemented through the individual program plan 
(IPP). 
In one year follow-up surveys Mount (1987) found people's lives did not change 
as a result of IPPs. Staff had limited visions of the future and reported few statements 
concerning learning about the people they cared for as the IPP did not facilitate new 
directions for change, motivate staff to change their work, or facilitate change in the 
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structure of the organisation. One year follow-up surveys of the PCP, however, 
produced more positive changes for residents, and staff continued to have positive and 
diverse visions for the future. Staff learned to manage change for people and significant 
individual changes occurred when organisations were restructured based on new 
directions provided by person-centred plans. 
The differences between the IPP and PCP show the IPP locates problems within 
the person, matches people to existing standardised human service delivery models, 
relies on expert judgements to describe the problem and probable solution, and does not 
change people's lives. PCPs help people learn how to make decisions together. They 
produce different pictures of people by searching for positive values within the person 
and his community. Images of the future are generated by people who know the person 
well and are directly involved in service delivery and support. Staff report positive 
changes for people as a direct result of this planning process. PCP supports the creation 
of a valued social role for the person with intellectual disability in the community and, 
hence, supports the principles of normalisation and SRV. Person-centred plans assume 
that: 
1 .  human growth occurs when people are connected in relationships; 
2. desirable images of the future provide opportunities and changes in the
environment to improve positive life experiences emerging from community 
life; 
3. human services should mediate and match the desires, abilities, and 
characteristics of people to openings, opportunities, and valued roles in the 
larger community; and 
Chapter 2 27 
4. planning is undertaken by a team of people, not representing professional
disciplines, which can provide critical connections to places and people in 
the community to support new experiences. (Mount, 1987) 
The relocation of residents from institutional to community living described in the 
present study involved a change in the model of service delivery through 
implementation of PCP. 
Conclusion 
Quality services require support for individuals in interdependent networks and 
this, in turn, requires new forms of cooperation by service providers to produce desirable 
images of the future through PCPs. Finding positive ways to match the unique qualities 
of people with an intellectual disability to opportunities with valued social roles in real 
communities contrasts with past practices that led to the stigmatisation and segregation 
of those with an intellectual disability. Service provision encouraging normalisation, 
SRV, and attention to QOL issues is difficult to achieve within the traditional 
institutional model of residential care. Deinstitutionalisation provides the opportunity to 
foster new approaches in services for people with intellectual disability and is discussed 
in Chapter 3 .  
CHAPTER 3 
DEINSTITUTIONALISATION 
Introduction 
The outcomes of deinstitutionalisation have been reported in literature reviews 
undertaken in the United Kingdom (UK) (Emerson & Hatton, 1996), United States (US) 
{Kim, Larson, & Lakin, 2001 ;  Larson & Lakin, 1989) and Australia (Young, Sigafoos, 
Suttie, Ashman, & Grevell, 1998). Many have a degree of scientific rigour because they 
use pre- and posttest measures. Many have used a matched design, a range of intellectual 
disability has been included, and the majority have reported positive benefits of 
relocation from institutions to smaller community-based residences. Chapter 3 presents 
a review of deinstitutionalisation in North America and Europe with research results 
including studies specifically using the Adaptive Behavior Scale (Nihira, Leland, & 
Lambert, 1 993) and this is followed by a discussion of deinstitutionalisation studies 
undertaken in Australia. 
Deinstitutionalisation -from an International Perspective 
Early longitudinal studies of deinstitutionalised populations reported successful 
community placement for younger people with less severe intellectual disability and 
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higher levels of adaptive behaviour while unsuccessful relocations were due to 
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inappropriate social behaviour, inadequate nutrition, and poor home maintenance (e.g., 
Schalock, Harper, & Carver, 1981 ;  Schalock, Harper, & Genung, 1 98 1). Hence, it was 
believed that community relocation was not an option for older residents and those with 
more severe levels of intellectual disability and/or challenging behaviour. More recently 
the beneficial effects of relocation for aging residents with severe and profound 
intellectual disability have been shown (Heller, Factor, Hsieh, & Hahn, 1998; Stancliffe 
& Lakin, 1998). Benefits of deinstitutionalisation from individual studies are summarised 
below. 
Table 3 . 1  highlights results from deinstitutionalisation research showing specific 
changes that have occurred in the areas of adaptive and maladaptive behaviour, choice-
making, and quality of life issues. Improved general outcomes accounting for adaptive 
behaviour and quality of life issues have been reported (see e.g., Dagnan, Ruddick, & 
Jones, 1998; Felce & Repp, 1992; Heller, Miller, & Factor, 1998; Knobbe, Carey, 
Rhodes, & Homer, 1995; Lister Brook & Bowler, 1995; Lord & Pedlar, 1991). Other 
studies have shown improved lifestyle factors including better material standard of 
' 
living, improved physical living conditions, and increased variety and stimulation in the 
physical environment (see e.g., Emerson & Hatton, 1996; Heller, Factor et al., 1 998; 
Janssen, Vreeke, Resnick, & Stolk, 1999; Nottestad & Linaker, 1 999). 
Deinstitutiortalisation leads to a variety of outcomes and these are described in the next 
section and summarised in Table 3.2. 
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Table 3.2 Results from Deinstitutionalisation Studies by Outcome and 
Researchers 
Benefits of Community Living 
Overall Life Improvements 
Adaptive Behaviour 
General 
Domestic Skills 
Language and Communication 
Socialisation 
Maladaptive Behaviour 
Reduction 
No Change 
Increase 
Researchers 
Young, Ashman, Sigafoos, & Grevell, 2ooa.b,c
Dagnan, Ruddick, & Jones, 1998 
Heller, Miller, & Factor, 1993•.b 
Knobbe, Carey, Rhodes & Homer, 1 995 
Lister Brook & Bowler, 1995 
Felce & Repp, 1992• 
Lord & Pedlar, 1991  
Kim, Larson, & Lakin, 2001 
Young, Ashman, Sigafoos, & Grevell, 2ooa.b,c
Heller, Factor, Hsieh, & Hahn, 1 993•.b
Heller, Miller, & Factor, 1998ba.b
Emerson & Hatton, 1996 
Felce & Perry, 1 996 
Maisto & Hughes, 1995a.b
Owen, Cooper, Barber, Picton, & Frederico, 1994c 
Lowe, de Paiva, & Felce, 19938 
Felce & Repp, 1992•
Cummins & Dunt, 1990a.c 
Dunt & Cummins, 1990a.c 
Molony & Taplin, 1990c 
Jones et al. 1 999•
Fernando, Kohen, Sebaratnam, & Matthew, 1 997b
Lord & Pedlar, 1991  
Fine, Tangeman, & Woodard, 19908
Fernando, Kohen, Sebaratnam, & Matthew, 1 997b
Fine, Tangeman, & Woodard, 1 9908
Fernando, Kohen, Sebaratnam, & Matthew, 1 997b
Felce & Repp, 19928
Kim, Larson, & Lakin, 2001 
Young, Ashman, Sigafoos, & Grevell, 2001a.b,c
Heller, Factor, Hsieh, & Hahn, 1993a.b
Emerson & Hatton, 1996 
Owen, Cooper, Barber, Picton, & Frederico, 1 994c 
Lowe, de Paiva, & Felce, 19938 
Larson & Lakin, 1989 
Cullen, Whoriskey, Mackenzie, Mitchell, 
Ralston, Shreeve, & Stanley, 1995• 
Fine, Tangeman, & Woodard, 1 9908
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Benefits of Community Living 
Choice 
Quality of Life 
Lifestyle 
Standard of Living 
Community Inclusion 
Recreation, Leisure and Social 
Activities 
Social Networks 
Activity Levels 
Health 
Staff 
Researchers 
Stancliffe & Lakin, 1998 
Stancliffe & Abery, 1997 
Emerson & Hatton, 1996 
Conroy, 1996 
Lister Brook & Bowler, 1995 
Tossebro, 1995 
Stone, 1990 
Janssen, Vreeke, Resnick, & Stolk, 1999 
Nottestad & Linnaker, 1999 
Emerson & Hatton, 1996 
Janssen, Vreeke, Resnick, & Stolk, 1999 
Felce, Lowe, Perry, Baxter, Jones, Hallam, & 
Beecham, 1998 
Stancliffe & Lakin, 1998 
Knobbe, Carey, Rhodes, & Homer, 1 995 
Lister Brook & Bowler, 1995 
Nottestad & Linnaker, 1999 
Felce, Lowe, Perry, Baxter, Jones, Hallam, & 
Beecham, 1998 
Lord & Pedlar, 1 99 1  
Stancliffe & Lakin, 1999 
Lord & Pedlar, 1991  
Jones, Perry, Lowe, Felce, Toogood, Dunstan, 
Allen, & Pagler, 1 999 
F elce & Repp, 1 992 
De Kock, Saxby, Thomas, & Felce, 1988 
Stancliffe & Lakin, 1999 
Heller, Factor, Hsieh, & Hahn, 1 998 
Heller, Miller, & Factor, 1998 
Lord & Pedlar, 1 991  
Janssen, Vreeke, Resnick, & Stolk, 1999 
Felce, Lowe, Perry, Baxter, Jones, Hallam, & 
Beecham, 1998 
Stancliffe & Lakin, 1998 
Lister Brook & Bowler, 1995 
F elce & Repp, 1992 
•studies using the Adaptive Behavior Scale (Nihira, Leland, & Lambert, 1 993)
bStudies with older participants and/or severe levels of intellectual disability
c Australian studies
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Positive Benefits of Deinstitutionalisation 
1. Adaptive Behaviour
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General levels of adaptive behaviour improve after relocation from the institution 
and may include people with severe/profound intellectual disability or those who are 
aging (see e.g., Fernando, Kohen, Sebaratnam, & Mathew, 1997; Heller, Factor et al., 
1998; Stancliffe & Lakin, 1998). Specific areas of improvement include domestic 
activity, language and communication, socialisation skills, and community participation. 
Improved cognitive skills have also been recorded (Eastwood & Fisher, 1988). 
2. Maladaptive Behaviour
One of the arguments against the implementation of deinstitutionalisation is there 
will be an increase in problem behaviour. Community residents may exhibit either 
reduced or increased levels of maladaptive behaviour (Cullen et al., 1995; Felce & Repp, 
1992; Fine, Tangeman, & Wopdard, 1990). However, most studies in which levels of 
maladaptive behaviour has been compared after relocation from the institution to the 
community report no change (Heller, Factor et al., 1998; Kim et al., 200 1 ;  Larson & 
Lakin, 1989; Lowe, de Paiva, & Felce, 1993). 
3. Choice
Increased opportunities for choice and preferences are reported in community 
homes (see e.g., Conroy, 1996; Lister Brook & Bowler, 1 995; Stancliffe & Abery, 1997; 
Stone, 1990; Tossebro, 1995). Residents were also involved in decision-making and have 
increased opportunity for self-determination (Heller, Factor et al., 1 998; Janssen et al., 
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1999). However, Dagnan et al., (1998) reported reduced opportunities for choice-making 
by residents after 41 months due to regularity of routines and familiarity by staff. 
4. Objective Life Quality 
This is reflected by positive changes in the following areas. 
Community Access. Residents experienced increased community participation with 
opportunities for use of local facilities and diversity of recreation, leisure, and social 
activities (see e.g., Felce, 1998; Janssen et al., 1999; Knobbe et al., 1995; Lord & Pedlar, 
1991 ;  N ottestad & Linaker, 1999). While inclusion opportunities increased for those in 
the community (see e.g., Dagnan, Howard, & Drewitt, 1 994), they were still low overall 
and included activities such as talking with family and friends, going to movies, 
shopping, and restaurants (Heller, Factor et al., 1 998). 
Social Networks. Community residents have larger social networks (Knobbe et al., 
1995; Stancliffe & Lakin, 1998, 1 999). Improved community functioning means they are 
able to interact with staff and some members of the public (Heller, Factor et al., 1998; 
Saxby, Felce, Harman, & Repp, 1988). Increased family contact has also been reported 
(De Kock, Saxby, Thomas, & Felce, 1988; Lord & Pedlar, 1991). 
Activity Levels. Increased activity levels have been found for domestic and at-home 
leisure activities in community houses resulting in improved adaptive behaviour 
especially for those with low IQ, triad of social impairments, and severe behaviour 
problems (De Kock et al., 1988). More time is spent engaged in adaptive behaviours due 
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to changes in staffing numbers and improved resident behaviour (Felce & Repp, 1 992; 
Jones et al., 1999). 
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Health. Other benefits of community living reported include improved health and 
reduced medication levels (Heller, Factor et al., 1998; Heller, Miller et al., 1998; Lord & 
Pedlar, 1991). Mortality rates have not increased and in some cases they have decreased 
more than would have been expected had the residents remained in the institution (see 
e.g. Braddock & Heller, 1985; Conroy & Adler, 1998a; Dunt & Cummins, 1990). Access 
to therapy services and specialists as part of day services continued to be maintained 
(Stancliffe & Lakin, 1999). 
Staffing. More favourable staffing levels occurred in community houses resulting in 
increased staff-resident interaction (Felce & Repp, 1992; Lister Brook & Bowler, 1995; 
Stancliffe & Lakin, 1998). Changes in staff and resident behaviour occurred as a result of 
better staff attention, increased assistance, and attention for appropriate behaviour, 
supervision, and provision of choice-making opportunities which were maintained over 
time (Felce, 1998; Felce & Repp, 1992; Janssen et al., 1999). 
Costs. Cheaper costs may be associated with residents in community houses 
(Beecham et al., 1997; Knobbe et al., 1995; Stancliffe & Lakin, 1998; Stone, 1990). 
However, in the UK Felce (1998) has found that community homes have been more 
expensive. Community residents may have higher incomes (Knobbe et al., 1995), 
however, Stancliffe and Lakin, (1999) reported residents in the community earned less 
money than those who remained in the institution. They suggested that state operated 
institutions in the United States were more costly than private community homes. Costs 
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associated with community living provide conflicting outcomes as they are subject to 
varying funding arrangements in different countries. 
Longitudinal Outcomes 
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Support for the long-term benefits of deinstitutionalisation and its contribution to 
improved quality of life have been reported in the literature in both North America and 
the United Kingdom (e.g., Ashaye, Fernando, Kohen, Mathew, & Orrell, 1998; 
Edgerton, Bollinger, & Herr, 1984; Fernando, Kohen, Sebaratnam, & Mathew, 1997; 
Fine et al., 1990; Lowe et al., 1993; Schalock, 1986; Stancliffe & Lakin, 1 999; Stone, 
1990). In a review of experimental/control group and longitudinal studies of people 
moving from institutions to community housing in the US, Kim, et al. (2001) found 
authors of experimental/contrast or longitudinal studies reported statistically significant 
improvements in adaptive behaviour or basic self-help and domestic skills, while in a 
review based on results of research carried out in the UK, Emerson and Hatton (1996) 
concluded deinstitutionalisation resulted in increased adaptive behaviour and improved 
quality of life for people with an intellectual disability. Many of these studies used the 
Adaptive Behavior Scale (ABS) (Nihira et al., 1993) to record longitudinal changes. 
Many dependent measures, including the ABS, have been used to examine 
differences between institution and community residential settings and have generally 
shown increased adaptive behaviour scores after relocation (Felce & Repp, 1 992; Lowe 
et al., 1993). These include improvements maintained over time such as domestic 
activity and language (e.g., Fine et al., 1990; Jones et al., 1999). However, some 
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researchers have reported no changes in ABS scores when comparing institution and 
community residents. Initially there were small increases which leveled out over time 
with little subsequent improvement (Cullen et al., 1995; Pelee, 1998; Lowe, Pelee, Perry, 
Baxter, & Jones, 1998). 
Aging and/or Severe and Profound Levels of Intellectual Disability 
Beneficial outcomes for residents who are aging and/or have severe and profound 
levels of intellectual disability have been recorded using the ABS (Nihira et al., 1993). In 
a recent study, residents of nursing homes who did not relocate into community homes 
decreased in adaptive behaviours, physical health declined, and there were low levels of 
community inclusion (Heller, Factor et al., 1998). Positive adaptive behaviour gains in 
community houses were shown for people relocated both from institutions or for people 
never previously institutionalised indicating services offered in community homes foster 
adaptive behaviour gains (Maisto & Hughes, 1995). In a longitudinal relocation study of 
mainly older residents improvements in communication, adaptive skills, social 
interaction, symbolic activities, and reduced stereotyped behaviour were found but these 
were coupled with the onset of dementia or the exacerbation of existing disorders in 
many residents (Fernando et al., 1997). When a marked decline in sensory skills, 
communication, social interaction, and speech occurred after years in the community, 
this was attributed to deterioration related to aging and not to location in a community 
residential service (Ashaye et al., 1998). 
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A number of negative factors associated with deinstitutionalisation have been 
reported with some community residential services providing a quality of life similar to 
institutions (Emerson & Hatton, 1996). It cannot be assumed that every occasion of 
relocation will automatically result in improved outcomes for residents. Contrary results 
to those documented above have also been reported. 
1. Adaptive Behaviour
Several studies have shown neither significant increase in adaptive skills nor the 
maintenance of modest gains due to ceiling effects for people with higher skills. Over 
time there was a levelling out of community skills and home leisure activities, limited 
contact with people without intellectual disability, and programs often emphasised 
quantity of activity rather than quality (see e.g., Cullen et al., 1995; Dagnan et al., 1998; 
Lister Brook & Bowler, 1995; Lord & Pedlar, 1991). 
2. Maladaptive Behaviour
Decreased maladaptive behaviour is not always a foregone conclusion after 
relocation with several studies reporting increased levels (e.g., Cullen et al., 1995). 
Reduced access to mental health services and specialists has been cited as a reason for 
increased levels of challenging behaviour (e.g., Fernando et al., 1 997; Nottestad & 
Linaker, 1 999). 
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No differences between community homes and the institution were found in 
opportunities for self-determination. People with severe levels of intellectual disability 
had less personal autonomy and men had lower levels than women in Finland (Saloviita 
& Aberg, 2000). 
4. Objective Life Quality 
In community houses residents were found to have few objective benefits related 
to day programs including reduced program choices and lower attendance hours (e.g., 
Stancliffe & Lakin, 1999). However, Felce (1998) reported residents in the institution 
had lower levels of daytime opportunities but these differences may be related to 
funding and service provisions in different countries. Lower stafI:resident ratios do not 
always provide better outcomes for residents in terms of objective life circumstance ( e.g�, 
Emerson & Hatton, 1996; Stancliffe, 1 997). 
5. Health 
Deinstitutionalisation may also affect mortality rates and mental health. Strauss, 
Shavelle, Baumeister, and Anderson (1998) reported deinstitutionalisation in California 
resulted in increased mortality rates ( 5 1  % increase) especially immediately after 
relocation from the institution, but their findings and methodological issues have been 
questioned by others in the field (see e.g., Conroy, & Adler 1998b; Lakin, 1998). 
Mortality occurring in people who used to reside in institutions may be attributable to 
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the onset of dementia or the exacerbation of existing disorders rather than as a direct 
result of residential location (Fernando et al., 1997). 
4 1
Negative outcomes associated with deinstitutionalisation may be due to 
characteristics of the particular relocation programs in different countries rather than due 
to actual change from institution living into community settings. It is important to 
evaluate the success or otherwise of deinstitutionalisation in terms of the relocation 
process and its longitudinal success. 
Deinstitutionalisation in North America 
In the 1960s deinstitutionalisation and its effect on life quality was investigated in 
the US (Edgerton, 1967; Edgerton et al., 1984). The original study assessed quality of 
life for 45 adults with mild intellectual disability and they were followed up in 1972/73 
and again in 1982 when 1 5  subjects were reinterviewed. It was found that in 22 years 
since their deinstitutionalisation they had become less dependent, more hopeful, 
confident, and independent compared with other aging people with intellectual disability. 
This finding came despite ill-health, stressful life events, and lack of assistance from 
service providers. For this group, deinstitutionalisation had resulted in improved quality 
of life and greater independence. 
The documentation of favourable results by Edgerton (1967) was followed by a 
court directive in Pennsylvania ordering the closure of an institution in 1 980 and the 
relocation of all its residents into the community. The closure of Pennhurst set the legal 
precedent for other states to follow in closing or at least reducing numbers in state-run 
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institutions for people with intellectual disability (Feinstein, 1 986; Records & Laurence, 
1 999). 
The outcome of deinstitutionalisation in the US has been well documented (e.g., 
Anderson, Lakin, Mangan, & Prouty, 1998; Kim et al., 2001 ; Lakin, Braddock, & Smith, 
1996; Lakin, Prouty, Polister, & Anderson, 2000; Prouty, Lakin, & Smith, 1996). Fewer 
individuals with an intellectual disability were being accommodated in large public 
residential facilities with a concurrent increase in the number in community group homes 
including those for residents with severe intellectual disability (Cunningham & Mueller, 
1991;  Maisto & Hughes, 1995). Initially, deinstitutionalisation was directed towards 
higher functioning individuals but group homes for persons with severe intellectual 
disabilities have been gradually increasing in number. 
In 1997 state institutions in the US housed one quarter of the population they had 
served in 1 967 (Anderson et al., 1998). By mid-1999 over three quarters of people with 
intellectual disability in state-run services were in residences serving 1 5  or fewer 
residents with one third of these in homes for three or less residents (Lakin et al., 2000). 
These figures highlight the trend for people with an intellectual disability to move from 
large-scale institutional settings to smaller community-based residential accommodation. 
Similar trends are occurring in Europe. 
Deinstitutionalisation in Europe 
Deinstitutionalisation based on the principle of normalisation has dominated the 
development of services for people with intellectual disability in most parts of Europe 
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(Emerson & Hatton, 1996; Emerson et al., 1996; Hatton, Emerson, & Kiernan, 1995; 
Holt et al., 2000). Countries such as Austria, Greece, and Spain are only beginning the 
process of deinstitutionalisation (Holt et al., 2000), while in the Netherlands and Poland 
there is evidence of increased institutionalisation (Emerson et al., 1996). Sweden passed 
legislation in 1 986 that all institutions for people with an intellectual disability be phased 
out completely with residents being fully integrated into the community. The objectives 
of physical and functional integration have been met but meaningful social interaction 
remains a problem as it is in North America. 
In the UK deinstitutionalisation is a national policy following the trend from large 
institutions into large-scale community units and more recently small community houses 
(Holt et al., 2000; Felce & Repp, 1992). There has been a 75% reduction of places in 
Mental Handicap Hospitals for people with an intellectual disability from 1980 to 1 996 
with closure of most institutions by the end of 2000 reflecting the trend of 
deinstitutionalisation (Emerson et al., 2000). The process began earlier and has been 
more widespread in England than in Wales, Scotland, or Northern Ireland. Early 
deinstitutionalisation involved movement of people with the least severe disabilities 
from large residential hospitals/institutions into hostels, semi-supported group homes, or 
family placement. Later, attention was directed at people with more severe disabilities 
who were relocated into purpose built 20-24 bed locally based hospitals or community 
units. More recently people with severe disabilities have been moved into dispersed 
community housing with staff support and this is now the most common form of 
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residential provision for people with intellectual disabilities in the UK (Emerson & 
Hatton, 1998). 
44 
In a recent review of 71 publications on 46 studies of deinstitutionalisation in the 
UK from 1980, Emerson and Hatton (1996) reported community housing provided 
increased engagement by residents in on-going activities, increased staff contact, use of 
community facilities, contact with family and friends, opportunities for choice, and a 
better material standard of living. Increased levels of adaptive behaviour were reported in 
combination with decreased observed challenging behaviour, although reported incidents 
had not changed. Participants in this review of studies from the UK included residents 
with severe intellectual disability, sensory impairments, and those with challenging 
behaviour. Deinstitutionalisation was found to be associated with better outcomes for 
quality of life. However, while researchers have tended to show community based 
residential services had more favourable outcomes for residents, some community 
services provided a quality of life similar to institutions which suggested that relocation 
into the community was not always sufficient to change lifestyle. 
In the 1980� and 1990s dispersed community housing was found to offer 
significantly higher quality residential supports than either institutions or medium-sized 
residentials (Hatton & Emerson, 1996). Recently, research findings from a 
comprehensive study of deinstitutionalisation in the United Kingdom was released 
(Emerson et al., 1999). It compared the benefits of living in institutions, cluster or village 
communities, and community housing. Community housing offered benefits in social 
inclusion, physically active lifestyles, recreational/leisure activities, access to 
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employment, and choice-making. Cluster centres offered benefits over other models in 
facilitating development and maintenance of relationships with staff, reduced risks of 
exposure to verbal abuse and crime, and a greater number of hours per week of scheduled 
daytime activities, but there was also more documentation of verbal abuse and residents 
as victims of crime. The only benefit of institutions over other models was in providing 
residents with greater access to day centres for people with intellectual disabilities. No 
difference between models was found in contact with family, social and family networks, 
health issues involving under/overweight, smoking, drinking, poor diet, risk of accidents, 
or documented physical/sexual abuse. These authors concluded there were benefits 
associated with both cluster centres and dispersed community housing. 
Overall, small community residences have been shown to be preferable to large 
institutions for improving quality of life. People with levels of intellectual disability once 
believed to be manageable only in institutions are now living in the community. Even 
older people with multiple disabilities and severe intellectual disability have been shown 
to exhibit strong gains in adaptive behaviour, especially involving social adaptation, if 
placed in a supportive environment in a community setting. The benefits of 
deinstitutionalisation will now be discussed within the Australian context. 
Deinstitutionalisation in Australia 
Deinstitutionalisation in Australia began about 20 years later than similar 
movements in North America and Europe and has involved residential changes of people 
with an intellectual disability from large institutions into ordinary houses in the 
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community. This contrasts with the experience in the UK or US where people with an 
intellectual disability have moved from large institutions to smaller purpose built 20-24 
place hospitals, community units, or cluster housing and then into houses in the 
community at a later date. 
People with an intellectual disability have resided in large residential institutions 
operated by government departments or private organisations such as church-run 
facilities (van Kraayenoord, Ashman, Sigafoos, & Hayes, n.d.). Deinstitutionalisation 
involved the relocation of people with intellectual disability from large institutions into 
group houses in the community serviced by support staff with five or fewer residents. 
The decision to deinstitutionalise has resulted from the belief by state governments 
in the principle of normalisation (Nirje, 1969). In Queensland, government policy was 
enacted as a result of the Intellectually Disabled Citizen's Act 1985, in New South 
Wales, the Richmond Report (Richmond, 1983) and in Victoria, the Intellectually 
Disabled Person's Services Act 1986 led to the closure of large state-run institutions such 
as St Nicholas Hospital, Sunbury, and Beech worth. The South Australian Disability 
Services Act 1986 was similarly enacted to review the concept of normalisation and 
provision of services in that state. 
Results from 12 projects have been analysed from 20 Australian reports on 
deinstitutionalisation. Researchers compared living in an institution with community 
living for 600+ people with an intellectual disability in the states of New South Wales, 
Victoria, Queensland, South Australia, and Western Australia, and the Australian Capital 
Chapter 3 47 
Territory. No published studies have been reported in the literature from Tasmania, or 
the Northern Territory. 
There have been few rigorous research studies in Australia. Many have used small 
samples and some were affected by less than optimal methodologies (see for example, 
Jones 1986 with five subjects, or Stanton and Cook, 1985). Other investigators reported 
changes in adaptive skills or quality of life (QOL) once people with an intellectual 
disability were living in the community without any baseline measures or follow-up 
assessment of the maintenance of such skills. Methods of assessment were often 
subjective and used interviews or observations rather than quantitative assessments to 
measure changes in adaptive skills or quality of life. There was also a lack of 
experimental control with few studies having either control subjects remaining in the 
institution, using a pre/post test design, or involving longitudinal data collection. 
Exceptions to this have been studies by Dunt and Cummins (1990); Molony and Taplin 
(1990); Owen, Cooper, Barber, Picton, and Frederico (1994); and Young, Ashman, 
Sigafoos, and Grevell (2001). Research results are discussed in the following section. 
Table 3.3 summarises research findings showing the results of deinstitutionalisation 
in Australian studies. The studies reviewed have been grouped into five areas - adaptive 
behaviour, maladaptive behaviour, choice, and objective and subjective quality of life - for 
discussion, and overlap of content is recognised. These studies are further discussed in the 
following section. 
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Deinstitutionalisation has resulted in a variety of changes: 
Adaptive Behaviour 
5 0  
Increased adaptive skills such as self-care, daily living skills, communication, and 
social skills for people living in the community were reported (Dunt & Cummins, 1990; 
Jones, 1986; Molony & Taplin, 1990; Parmenter, Briggs, & Sullivan, 1991 ;  Radler, 
Laurie, & Gavidia-Payne, 1999). There were no similar reports of changes in skill level 
for control residents who remained in the institution (Molony & Taplin, 1 990; Owen et 
al., 1994). Other researchers reported no changes or differences in community living 
skills, social skills or independent living skills (Barber, Cooper, & Owen, 1994; Owen et 
al., 1994). There were no improvements in adaptive behaviour (using the ABS to record 
changes) for a sample of 10 participants with severe and profound intellectual disability 
after eight years of community living (Bowen & Gerry, 1995). 
Maladaptive Behaviour 
People with an intellectual disability living in the community did not exhibit 
increased levels of maladaptive behaviour (Molony & Taplin, 1 990; Owen et al., 1 994). 
In the most recent evaluation of relocation from an institution decreased levels of 
maladaptive behaviour were found (Radler et al., 1999) although Bowen and Gerry 
(1995) reported unfavourable findings with increased levels of maladaptive behaviour on 
the ABS including violent and destructive behaviour, rebellious, self abusive, and 
psychological disturbances after eight years in the community. Caution in interpreting 
their findings is suggested due to the small sample size. 
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Choice 
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People with an intellectual disability living in the community have been more 
satisfied with their autonomy compared to their institutional life (Barlow & Kirby, 
1991 ;  Owen et al., 1994). There are more choice-making opportunities in the community 
(Radler et al., 1999) but opportunities are influenced by the carers attitude and their 
appreciation of its value (Rawlings, Dowse, & Shaddock, 1995). 
Quality of Life 
Studies in this area have assessed changes in QOL through observations, 
interviews with a person with an intellectual disability, or from reports by a family 
member or caregiver to assess whether normalisation was being achieved (see e.g., Ford 
& Barlow, 1994; Ralph & Usher, 1995; Stanton & Cook, 1985). Residents experienced 
more daily routines, greater range of social activities, and community contact (Barber et 
al., 1994; Cummins & Dunt, 1990; Cummins, Polzin, & Theobold, 1 990a; Jones, 1986; 
Owen et al., 1994; Parmenter et al., 1991 ;  Radler et al., 1999). Increased family contact 
also occurred (Cummins & Dunt, 1990; Cummins et al., l 990a; Jones, 1986; Parmenter 
et al., 1991). There have been no changes in health or mortality rates (Cummins, 1993b; 
Dunt & Cummins, 1 990). Residents in the community were found to spend less time 
unoccupied as there were always domestic tasks to be done with daily routines similar to 
people of the same chronological age but without intellectual disability (Barber et al. 
1994; Jones, 1986). Other community residents expressed happiness or satisfaction with 
their lifestyle (Barber et al., 1994; Owen et al., 1 994; Parmenter et al., 1991 ;  Stanton & 
Cook, 1 985). And even though some studies reported no change or differences in quality 
Chapter 3 
of life after deinstitutionalisation their participants reported greater life satisfaction 
(Barber et al., 1994; Owen et al., 1994). 
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While increased skill level and resident lifestyle satisfaction were reported in most 
studies, some unfavourable aspects of QOL were reported including increased use of 
medication for maladaptive behaviour (Bowen & Gerry, 1995). Other problems 
expressed by respondents include loneliness, lack of leisure and interpersonal skills, and 
most social interaction was with people with similar disabilities (Ralph & Usher, 1 995; 
Stanton & Cook, 1985). Outer suburban living provided fewer opportunities for 
interaction and integration (Ralph & Usher, 1995). And yet institution residents were 
found to be more satisfied with their social life which suggests that complete 
normalisation oflifestyle was not being achieved (Barlow & Kirby, 1991). Interviews 
with families suggested they were satisfied with deinstitutionalisation with community 
homes addressing the needs of residents more favourably (Ford & Barlow, 1 994; 
Parmenter et al., 1991 ). 
The most methodologically rigorous studies have had adequate sample size, 
pretesting before residents left the institution, objective assessments, and follow-up 
assessment at regular intervals after people were living in the community. Outcomes 
from these studies are outlined below. 
In Victoria, the closure and relocation of residents from the St Nicholas Hospital 
was documented in a number of studies (Cummins, 1 993b; Cummins & Dunt, 1 988, 
1 990; Cummins, Polzin, & Theobold 1 990a, l 990b; Dunt & Cummins, 1 990). These 
researchers investigated changes in adaptive behaviour and skills representing improve-
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ments in quality of life. After four years out of the institution young adults (the oldest 
was 21  years on leaving the institution) and children with severe and profound intellectual 
and multiple disabilities showed gains of 2-3 developmental years in skills such as self­
care, eating behaviour, positive social behaviour, increased leisure activities, increased 
family contact, as well as no change in health or mortality rates. Their life quality in the 
community compared with life in the institution was substantially improved with 
sustained skill acquisition over the four years of follow-up including a total gain of 1 .6 
developmental years over what would have been expected had they remained in the 
institutional conditions of the hospital. Another study was undertaken in Victoria. 
Owen et al. (1994) evaluated the outcome of relocation of adults with an 
intellectual disability from a large, state-run institution in Victoria into community 
houses or smaller group residences and compared these people with a control group who 
remained in the institution. Once people left the institution they showed increased 
activity levels and skills especially in the leisure area, greater empowerment in making 
decisions and choices for themselves, community integration, and improved quality of 
care. While there was a decrease in social skills after one month in the community this 
had disappeared at the six month follow-up. There was little improvement in 
independent living skills, no increase in socially inappropriate behaviour, and family 
contact remained constant. All the residents preferred living in the community compared 
with the institution and families were satisfied with the placement. Another study of the 
deinstitutionalisation of adults occurred in New South Wales. 
Chapter 3 54 
Molony and Taplin (1990) used pre- and posttest repeated measures experimental 
design on people with an intellectual disability moving from hostels or a state-run 
institution in New South Wales into community group homes to evaluate the 
effectiveness of deinstitutionalisation. These participants were compared with a group 
who remained in the institution. Objective assessments and interviews with direct care 
staff were used and all residents were followed up after 12  months in the community. 
Results showed increased adaptive functioning, especially daily living skills, 
communication, and social skills for those people living in the community compared 
with the group who remained in the institution. There was no change in skill level for 
institution residents and no groups showed increased maladaptive behaviour. 
Community living had a positive effect on the acquisition of adaptive skills and overall 
quality of life for the residents living there. 
Conclusion 
Research reported in this literature review of deinstitutionalisation from an 
international and Australian perspective has demonstrated favourable changes in 
adaptive behaviour and increased residential satisfaction related to living in the 
community compared with institutional living. Deinstitutionalisation appears to result in 
improved quality of life for people with an intellectual disability and provides aspects of 
normalisation. In Chapter 4 the process of deinstitutionalisation will be discussed, 
followed by a description of institutional reform as it occurred in Queensland. 
CHAPTER 4 
INSTITUTIONAL REFORM 
Introduction 
Institutions have provided residential care for people with an intellectual disability 
since the Industrial Revolution. While their nature and models of care have changed, 
contemporary models of accommodation emphasising normalisation have been deemed 
to be more appropriate. This chapter will discuss the history and changing nature of 
institutions with a description of changes that have taken place at the Challinor Centre, 
Ipswich. Research evidence for the negative impact of institutions on the lives of people 
with intellectual disability will be outlined followed by a discussion of international, 
Australian, and political factors that have influenced institutional reform in Queensland. 
Finally, a service delivery model encompassing institutional reform will be outlined. This 
involved individualised person-centred planning for the residents of Challinor. 
History of Institutions 
The treatment of people with an intellectual disability reflected prevailing social 
attitudes of the time (Doll, 1967). From the end of the late 1 8th and throughout the 19th 
centuries, provision of special and segregated institutions for people with intellectual 
disability arose out of a new humanism (Heal, Sigelman, & Switzky, 1980). With 
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increased social mobility, smaller families, and poverty in rapidly expanding urban areas 
during the Industrial Revolution people with an intellectual disability were placed in 
institutions called asylums (Whitehead, 1992). These were small and based on an 
educational model with the aim of improving resident skills to enable their return to the 
community. The founding of Abendberg in Germany in 1841 marks the beginning of 
segregated residential facilities for people with intellectual disability and this model of 
care spread throughout the world during the 1850s (Heal et al., 1980). Due to pressure to 
expand, these early services with their emphasis on education and training, gradually 
became repressive, custodial institutions (Wolfensberger, 1976). After the Second World 
War there was a rapid rise of professional and specialist services in the field of 
intellectual disability, however, people were regarded as medical problems to be treated 
and rehabilitated under a medical model and in an institutional setting. Treatment also 
depended on the current social view regarding cause of intellectual disability. 
Conditions and resident treatment in institutions have been influenced by societal 
changes about the nature and cause of intellectual disability. Until the acceptance of 
normalisation it was believed that society needed protection from people perceived as 
dangerous or pitiable and the perpetuation of a medical model meant that the focus was 
on deficits requiring treatment or care (Smith & Brown, 1992). These later views resulted 
in institutions being run as a systems approach to service delivery with little attention 
being paid to the needs or choices of the individual. This lack of personal care or 
attention to the individual has been documented in the literature. 
Negative Aspects of Institutions 
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Institutions have been criticised for their custodial, impersonal, and restrictive 
practices as well as deprived physical, social, and environmental conditions with 
institutional life being centred on group treatment, rigidity of routine, social distance, and 
depersonalisation. Their negative influence on child development was reported over 30 
years ago as children with intellectual disability raised in institutions had lower 
developmental levels than matched children raised at home (Carr, 1970; Francis, 1971). 
More recently, research with adults has drawn attention to the negative aspects of 
institutions. 
Research outcomes from institutional living highlight three negative areas. These 
are resident abuse, staff factors, and the persistence of an institutional culture which 
have been shown to be detrimental to the lives and quality of care of people with an 
intellectual disability. 
Resident Abuse 
Abuse is likely to occur in people with intellectual disability who are younger, 
nonverbal, ambulatory, aggressive, have poor adaptive behaviour, and a more severe level 
of intellectual disability (Rusch, Hall, & Griffen, 1986). These people are also more 
likely to be institutionalised. Resident abuse including physical abuse by staff, increased 
incidence of sexual, psychological, emotional, and mental abuse, and over-use of chemical 
restraints have all been documented as occurring in institutions (see e.g., Conway, 
Bergin, & Thornton, 1995; Criminal Justice Commission, 1 995; Crossmaker, 1 99 1 ;  
Furey, 1994; Furey & Neisen, 1 994; Marchetti & McCartney, 1 990; Pary, 1993; Ryan, 
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1 99 1 ;  Sobsey, 1994). As well as physical abuse, restrictive living conditions result in 
lack of opportunities for choice-making on everyday activities or for self-determination 
affecting life decisions (Bercovici, 1983; Tjosvold & Tjosvold, 1983). Residents with 
severe intellectual disability receive less attention, training or stimulation from staff, and 
more routine custodial care (Duker et al., 1989). These instances of abuse and neglect are 
often generated by staff factors. 
Staff Factors 
Institutions provide inadequate quantity and quality of staff:resident interactions 
(Duker, Seys, Leeuwe, & Prins, 1991 ). Lack of care by staff and the nature of 
institutional life results in poor nutrient density of food, inadequate amounts of food, 
and inadequate time allowed for meals resulting in low resident weight (Springer, 1987; 
Stewart, 1994). Staff treatment of residents may negatively affect individual traits 
including low self-esteem, motivational deficits, conditioned helplessness, acquiescence, 
and socially inappropriate behaviour (Rosen, Floor, & Baxter, 1971). Institutional staff 
have poor knowledge of resident behaviour, and nutritional and dietary requirements 
(Aitken, Tone, Smith, & Wood, 1993; Stewart, 1 994). Inadequate staff training often 
results in staff abuse through emotional/verbal means, behaviour management techniques, 
neglect, and deprivation of choices (Conway et al., 1995; Criminal Justice Commission, 
1995). Contact between the institution and community is usually limited (Stancliffe & 
Hayden, 1998) and this helps perpetuate a pervasive institutional culture of residential 
treatment. 
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Institutional Culture 
The organisational nature of institutions and the presence of an institutional 
culture have been shown to affect residents with intellectual disability. Institutions work 
against the existence, enforcement, and protection of rights of the people for whom they 
are supposed to care (Criminal Justice Commission, 1995). Institutional abuse and a 
culture caused by power inequities between staff and residents results in a cover-up of 
abuse by staff at both a personal and organisational level (Criminal Justice Commission, 
1995; van Gennep, 1997; Sobsey, 1994). 
Public outcry against the living conditions in institutions has added impetus to the 
growing movement of institutional reform. In the US, a national survey of parents 
opposing institutions cited lack of basic care reflected in illness, injuries, lost, borrowed 
or stolen clothes; poor personal care; absence of programming; excessive resident 
inactivity; poor staffing levels; lack of qualified staff; and poor communication with 
administration. Parents felt that movement into group homes would result in better 
quality food and clothing, provide more physical comforts, and encourage self-respect 
(Spreat, Telles, Comoy, Feinstein, & Collombatto, 1987). Deinstitutionalisation was 
viewed as providing normalised living conditions combined with an improved quality of 
life for people with an intellectual disability. 
As well as research findings highlighting negative aspects of institutional life, wider 
exposure has been generated. The living conditions for some people with intellectual 
disability was graphically highlighted by Burton Blatt (Blatt & Kaplan, 1 966) in his 
photographic essay called "Christmas in Purgatory." Over the years and even recently 
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there have been exposes by both the print (Meryment, 1997 in The Courier-Mail; 
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Totaro & Bemoth, in The Sydney Morning Herald, 1998) and electronic media (Masters, 
1996), and nwnerous government reports and inquiries into conditions in our institutions 
(Conway et al., 1995; Criminal Justice Commission, 1995). It has perhaps been these 
graphic images highlighting depravity and sub-hwnan living conditions that have 
prompted public, government, and professional outcry against institutions for people 
with intellectual disability and this has hastened the decline in the institutional 
population in Queensland over the last 1 5  years. Table 4. 1 shows the decline in numbers 
housed in institutions (congregate care residences of 20 or more people, with central 
administration, kitchen, and laundry facilities) in recent times. 
Table 4.1 Decline in the Institutional Population in Queensland over the Last 
15 Years 
Government•
N ongovernmenta,b
Total 
Sources 
Mid 1 980s 
1 , 8 8 5  
7 9 5  
2,680 
Year 
1 994 
93 1 
845 
1 ,776 
•p, Grevell (personal communication, October 1 8, 2000)
bP. Steele-Wareham (personal communication, May 30, 2001)  
1 999 
563 
7 1 7  
1 ,280 
In 1 999 in Australia 21 ,018  people with intellectual disability were receiving 
accommodation support funded through the Commonwealth State Disability Agreement. 
Of these, 42% were in group homes and 25% were living in an institution or large 
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residential facility, with South Australia using more institution places than group homes 
for residential services (Australian Institute of Health and Welfare, 2000). In Queensland 
the figures were 39% for group homes and 1 1  % for institutions reflecting the thrust of 
institutional reform away from institutions as the primary form of accommodation 
support. Organisational and philosophical perspectives in models of care over the years 
are reflected by changes which have occurred at Challinor. 
History of Challinor 
Challinor Centre had been an institution in Ipswich, an outer area of Brisbane, 
since 1878 accommodating children and adults with psychiatric and/or intellectual 
disability. Over the years a succession of names reflected the prevailing ideology from 
Ipswich Branch of the Woogaroo Lunatic Asylum when it was built last century, 
Ipswich Hospital for the Insane in 1910, Ipswich Mental Hospital in 1 938, and the 
Ipswich Special Hospital in 1964 (McRobert, 1997). It was the institution for chronic 
cases of intellectual and psychiatric disability from other institutions such as Wolston 
I 
Park (Wacol) and Baillie Henderson Hospital (Toowoomba) and also provided 
residential care for people with intellectual disability for whom no other accommodation 
could be found (McRobert, 1997). In 1966 a cabinet decision stipulated the separation of 
services for people with intellectual disability from people with psychiatric disorders 
(Department of Health, 1966/67). In 1968 it was renamed Challinor Centre for the care 
and training of the intellectually handicapped after Dr Henry Challinor, a local member 
of parliament and prominent Ipswich citizen in the mid 1800s, although he was never 
actually associated with the institution. 
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From 1968 it had been a training centre for intellectual disability. People aged from 
under five to over 80 years lived there, with service delivery based on a medical model of 
care, and with residents being referred to as patients. In the mid-1 970s, with over 530 
residents, a new residential model was introduced (Department of Health, 1976; 
McRobert, 1997). Wards became houses, patients became residents, and medical staff 
and nurses were replaced by a new caring staff model called Residential Care Officers 
whose role was to train residents. This model of residential care was based on a 
developmental model of education and training to enable residents with intellectual 
disability develop to his/her potential. 
From the early 1980s as the principle of normalisation became more widely 
accepted, Challinor numbers began to decline and official documentation stated the centre 
was not to be viewed as a whole-of-life option and community alternatives were to be 
sought (Department of Health, 1971/72). By this time the population of the centre 
comprised more aging, physically handicapped, and/or emotionally disturbed residents 
than previously (Department of Health, 1983/84). Deinstitutionalisation was not 
deemed to be an appropriate option for these people. 
By the late 1 980s there were still 270 people living on site and when the present 
project began in 1 995, 160 adults were living in seven residences at Challinor. These 
remaining 160 people were the focus of this research project. This was a population 
requiring high support because 74% of the group had severe intellectual disability, 
challenging behaviours, specific health needs, and/or long-term institutionalisation, over 
half the group had one or more socially unacceptable challenging behaviours, and most 
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had little or no experience in community living arrangements (P. Grevell, personal 
communication, October 18, 2000). These residents were to be relocated into the 
community under a process known as institutional reform which was influenced by 
international, Australian, and political factors inside Queensland. 
International Factors Affecting Deinstitutionalisation 
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Political changes and a determination that the rights of minority groups should be 
protected as well as being entitled to the same conditions of life as experienced by others 
in the community meant that institutions were not consistent with many of these edicts 
(e.g., the United Nations Declaration on the Rights of Mentally Retarded Persons, 
1971 ). Increasingly the concept of normalisation provided the guidelines for residential 
circumstances of people with an intellectual disability. Institutions were seen as a 
contradictory service provision and their existence was challenged. 
In 1 977 a US District Court in Philadelphia issued a decision stating that the 
Pennhurst state institution was violating the rights of its residents under federal, state, 
and US constitutional law. The judge ruled that Pennhurst residents had the right to non­
discriminatory and minimally adequate living conditions, treatment by the least restrictive 
means, and a residential atmosphere conducive to normalisation (Feinstein, 1 986). All 
residents were to be moved into homes in the community and the institution was to be 
permanently closed. This was the first documented case of a large-scale institutional 
closure (Pennhurst housed over 1 ,  1 00 residents) as the result of a legal directive and it 
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created a legal precedent for cases challenging the existence of institutions and led to the 
closure of institutions in other states (see e.g., Lakin, Smith, Prouty, & Polister, 2001). 
Australian Factors Affecting Deinstitutionalisation 
During the 1970s and 1980s Australia was similarly influenced by the normalisation 
principle for people with intellectual disabilities and several government initiatives were 
enacted. These provided further impetus for state governments and service providers to 
examine their attitudes towards services for people with a disability and included 
proclamation of the International Year of Disabled Persons in 1981 and Commonwealth 
government funding of an.Australian Chapter of Disabled People's International 
(Parmenter, Cummins, Shaddock, & Stancliffe, 1994). The establishment of the Disability 
Advisory Council of Australia and the Handicapped Programmes Review (Parmenter et 
al., 1994) involved nationwide consultation with people with disabilities, families, and 
service providers, and resulted in enactment of the Disability Services Act 1986, also 
referred to as the Commonwealth Disability Services Act. 
The Commonwealth Disability Services Act (CDSA) emphasised the same basic 
human rights for people with a disability, regardless of their level, as for other members 
of Australian society including rights for physical, social, emotional, and intellectual 
development and the right to participate in decisions and choice affecting their lives. The 
CDSA set out a framework of flexible service delivery for a range of services, including 
accommodation, based on individual rights and needs. Specific objectives included a 
focus on achievement of positive outcomes for people with disabilities, physical and 
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social community integration, everyday life for people with disabilities as close as 
possible to the norms and patterns valued by the general community, and services 
tailored to the needs and goals of individuals so that the image of people with disabilities 
is enhanced. The Act recognized that government provisions are necessary to facilitate 
the realisation of goals so that disability services become focussed on the person as a 
consumer (Parmenter et al., 1994). The initiatives of the Commonwealth government 
were paralleled at state level by government reports and legislation concerned primarily 
with normalisation through residential accommodation and its associated services. In 
Queensland it was enacted through the Queensland Disability Services Act 1992. 
Queensland Factors Affecting Deinstitutionalisation 
In Queensland, Intellectual Handicap Services (Department of Health, 1982) was 
established in 1982 to provide for the needs of adults and children with intellectual 
disability. In 1987 responsibility for its administration moved from the Health 
Department to the Department of Family Services reflecting the change in orientation 
from a medical emphasis to one of lifestyle. Responsibility for certain provisions of the 
Mental Health Services Act 1974 -1984 and the Intellectually Handicapped Citizen's 
Act 1985 was transferred to the Department of Family Services (1989). All legislative 
and administrative changes reflected government acceptance of the principles of 
normalisation and the least restrictive alternative. This was the beginning of institutional 
reform in Queensland. 
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The Health Paper (Department of Health, 1976) first mentions the concept of 
normalisation as a basis for the services being provided by the government. The paper 
details normalisation principles such as caring for the person with an intellectual disability 
in a family sized group, access to a range of community facilities, decentralisation of 
services so people can be maintained near the family home, access to generic community 
services and assistance for the development of a range of non-government services. The 
1976 Health Paper was superseded by the Parliamentary White Paper of 1 982 
(Department of Health, 1982) that detailed principles of service delivery including 
concepts such as normalisation and least restrictive alternative. Service delivery was to 
involve people with an intellectual disability being given intensive training to assist them 
to meet community expectations, normalisation of the total environment, social 
interaction, and age appropriate facilities and programs. The least restrictive alternative 
had implications for service delivery including the prevention of unnecessary admission to 
institutional care, reduction of numbers living in institutions, and the provision of a range 
of services to meet individual needs with the least amount of restriction. People with 
intellectual disability were being viewed as consumers in government regulations. 
The Intellectually Handicapped Citizens Act and Regulations 1 985 introduced the 
concept of consumerism where people with disabilities were seen as recipients of 
services which could assert and preserve their rights. Its goal was to assist people with 
intellectual disability to exercise their rights and carry out responsibilities in society. The 
Act also proposed the establishment of the Intellectually Handicapped Citizens Council 
of Queensland (IDCCQ) to make accessible legal services, assistance with estate 
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management, informed consent for intrusive medical procedures, and support from a 
Volunteer Friend. This legislation was replaced by the Guardianship and Administration 
Act in July, 2000. 
The Intellectually Handicapped Citizens Act was amended in 1989 to become the 
Intellectually Disabled Citizens Act for adults whose functional competence suggested 
that they required assistance with daily living, personal life issues, entering into 
contracts, and making informed decisions. This Act supported the provision of a variety 
of residential services and options, opportunity to live in the community, and benefits of 
citizenship such as signing rental leases for accommodation and employing staff. In 1991 
the Commonwealth State Disability Agreement came into effect which allowed for 
individualised support funding with the states taking responsibility for funding all types 
of support for people with intellectual disability, except employment and advocacy 
services. Such administrative and legislative changes provided opportunities for people 
with intellectual disabilities to move out of institutions and into more normalised settings 
in the community under the umbrella of institutional reform. 
Institutional Reform in Queensland 
Institutional reform was planned through the Ministerial Task Force (Department 
of Family Services, 1989) which suggested provision of a range of accommodation 
options and residential service delivery in Queensland. Accommodation options should 
be close to the person's family home and provided by both government and 
nongovernment providers so no one agency had a monopoly on services. There was also 
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concern about high staff resident ratios that did not allow for meeting individual needs, 
and the need for quality services providing more than shelter. These issues were 
addressed in subsequent planning by Intellectual Disability Services. 
In the late 1980s early institutional reform in Queensland involved assisting people 
in moving from large institutions into houses in the community, develop practices to 
increase quality of life both within institutions and in the community, and provide 
services and supports to prevent people being placed in institutions (Ross, 1 988). The 
Assisted Living Service (ALS) had been developed in 1980 to provide community 
accommodation as an alternative to institutions for people with all levels of intellectual 
disability. This was the first time responsibility was placed on the service to provide a 
personalised living environment and staff support, rather than on the resident fitting in 
to the parameters of the service (Joachim, 1987). By 1988 the government, through 
Intellectual Handicap Services (later called Intellectual Disability Services), operated 476 
institution beds in Queensland and 305 beds in the ALS (Ross, 1 988). The ALS was the 
government's major process for reducing the size of its institutions. 
In 1994 members of the Institutional Task Reform Force (ITRF) met with 
researchers from the Fred and Eleanor Schonell Special Education Research Centre, The 
University of Queensland, to plan a project to monitor the transfer of residents 
following the complete closure of an institution-Challinor Centre. The plan for its 
closure was documented in the Draft Plan for Reform of Challinor Centre (P. Grevell, 
personal communication, October 1 8, 2000). Queensland cabinet documents were 
produced that detailed the circumstances and future service provision of persons residing 
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in Challinor prior to its closure, but these have not been released for public scrutiny 
when this thesis was submitted for examination. Evaluation of deinstitutionalisation in 
terms of outcomes for individuals was acknowledged in the policy statement on 
Institutional Reform (Disability Directions Committee, 1995) as being one of the 
safeguards of the planning framework. It is the outcomes for individuals which will be 
reported in this thesis. 
Political Decisions Affecting Institutional Reform at Challinor 
Apart from the growing public outcry against institutionalisation, a number of 
significant decisions made by the government of the day affected this process in the 
1990s. In 1994 Cabinet approved the proposal to relocate the remaining 172 residents 
with intellectual disability living at Challinor to alternative support services over three 
years. Institutional reform was to be partly financed through the Building Better Cities 
Program, initiated by the Commonwealth Government, and which Queensland had 
agreed to participate in since 1991 .  This program financed the double up funding 
required for the establishment of the new community residential model as well as the 
ongoing running costs of Challinor. Hence, institutional reform was not only a moral and 
philosophical issue but was seen by the State Government as a way of obtaining 
Commonwealth funding for the relocation process. The Commonwealth (through the 
Building Better Cities Program) and the state Department of Housing, Local 
Government, and Planning fmanced the provision of custom-built or available public 
housing to accommodate the Challinor residents. In the cabinet decision, the Department 
of Housing, Local Government, and Planning was given access to the Challinor site for 
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redevelopment for private and public housing. This decision was voided early in 1996 by 
a cabinet decision to keep Challinor open following a change to a Labor government. But 
in late 1996 following a by-election and another change back to a coalition government, a 
decision was again made to close the centre and the site was sold to The University of 
Queensland (P. Grevell, personal communication, November 12, 2000). 
Originally the IR TF planned for the closure of Challinor and transfer of all 
residents to community-based accommodation provided by the nongovernment sector. A 
succession of ministers and changes in government from 1994 to 1 997 however, coupled 
with family, staff, and public dissatisfaction about the lack of centre-based care resulted 
in plans for the establishment of two small congregate care accommodation centres in the 
north and the south of Brisbane. From 1997 residents and/or families were able to choose 
either centre-based or community-based accommodation. Those residents who chose 
community models were supported by nongovernment services, but several people 
remained under a government service provider until a nongovernment service could take 
over. 
The congregate care facilities built at Loganlea (south of Brisbane) and 
Brackenridge (north of Brisbane) along cluster housing model lines contain detached 
houses, duplexes, and an administration centre. Each centre is designed to accommodate 
between 20 and 25 residents and is built according to the needs of the Challinor residents 
who were relocated there. The centres are staffed and operated by the government sector 
through Disability Services Queensland (P. Grevell, personal communication, October 
18, 2000). 
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Closure of Challinor Centre resulted in relocation of all its residents with 104 
choosing the community model run by the nongovernment sector, 56 choosing centre­
based accommodation run by Disability Services Queensland, and a number were 
deceased before relocation. The objectives of both models are similar. 
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The objectives of Institutional Reform were: (a) the support of current residents of 
institutions to move to community living, (b) the provision of alternatives for people 
who would otherwise be at risk of inappropriate institutional care, and ( c) the 
establishment of quality care in extended treatment and rehabilitation settings (Disability 
Directions Committee, 1995). The principles of the service model included needs-based 
services, individual options, no whole of life service agencies, and services reflecting the 
range of life experiences and activities. This resulted in changes to the service delivery 
model from one based on residential care to a person-centred plan. The formulation of 
individual person-centred plans occurred before residents left Challinor and were 
outlined in the service requirement contracts between Disability Services Queensland and 
the other service providers. 
Change in Service Delivery Model 
Accommodation services for people at Challinor ranged from a custodial model 
pre-1960, medical model of care until the mid-1 970s, to a residential model of service 
delivery. Relocation of residents to the community involved moving from a congregate 
care setting operated by a government service to services based on individual need and 
provided by both government and nongovernment agencies. The planning framework for 
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Institutional Reform involved individualised planning, community infrastructure 
planning, industrial and staffing issues, financial considerations, consultation and 
community education, and safeguards (Disability Directions Committee, 1 995). The 
following aspects were involved in the planning framework. 
Individualised planning involved establishing current and future needs of the 
person, short- and long-term support services to meet the person's needs and 
achievement of future goals, and identification of the need for transitional support for 
persons moving out of institutions while they were adapting to community living. 
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Community infrastructure planning involved linking individualised plans with 
development and enhancement of community service systems involving both physical 
and social infrastructure. Physical infrastructure included housing, house modifications, 
aids and equipment, employment, community participation, and transport while social 
infrastructure provided support for daily living activities, treatment, rehabilitation, 
therapy, access to generic education and recreation services with specialist support when 
necessary, access to legal, property, and financial management advice, development of 
independent advocacy, and support from family and friends. 
Industrial/staffing issues involved maintenance of adequate staff during the 
transition processes, recruitment and training of staff, and redeployment or redundancy 
options for institution staff. 
Financial considerations involved anticipated costs of personal and lifestyle 
supports. These included costs associated with access to secure, affordable, and 
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appropriate public housing including modifications; aids and equipment; employment, 
and community participation; in-home support for daily living; therapy support and 
treatment; family support; access to recreation, education, transport and employment; 
access to generic and specialist health services; and access to legal property and financial 
management advice. 
Consultation and community education benefited community understanding of the 
institutional reform process to overcome negative attitudes involved in relocating 
residents from institutions to community residences. This involved the development of 
information, education, and awareness strategies; and the development and 
implementation of training packages for stakeholders as required. 
Safeguards of the planning framework included involvement of individuals, family, 
friends, advocates throughout the reform process; access to legal, property and financial 
management advice; individual involvement in decision-making and planning; monitoring 
quality of service provision through service standards and staff training; grievance 
policies; and evaluation of the institutional reform process in terms of outcomes for 
individuals and the processes used to implement the reform. Monitoring of services is 
undertaken on an annual basis where the service delivery is assessed against a set of 
service standards such as the National Disability Service Standards and Principles of 
Monitoring, and the Minimum Service Standards for Mental Health Services. 
The planning framework for institutional reform (Disability Directions Committee, 
1995) proposed a service structure to meet the individual needs of people with 
di�bilities which encompassed many of the features of person-centred planning 
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described by Mount (1987). This service model of person-centred planning included 
developing a profile of residents and identifying their individual support and housing 
requirements, identification of standards of service provision necessary to facilitate a 
quality of life in the community, development of new services, and support of existing 
services (e.g., behavioural support teams), consideration of issues such as cultural 
background, geographic location, age and personal history, and involvement of informal 
supports of people with disabilities such as family, friends, advocates, and community 
networks in the process of individualised planning (Disability Directions Committee, 
1995). 
The service structure contained the following elements. Supported accommodation 
was to be based on a maximum of four people but optimally two or three people living 
in one house. Therapy, training, and behaviour intervention support was to be provided · 
by specialist services to help the person achieve a quality lifestyle through assistance 
with challenging behaviours, daily living skills, and personal care. Community linking and 
participation to access mainstream community facilities fostered a more normalised 
lifestyle (P. Grevell, personal communication, October 1 8, 2000). A formal process of 
individual needs analysis in the form of a Personal Futures Plan was designed for each 
individual. 
The Personal Futures Plan identified the current needs of the person and a 
desirable future for the person including supports or services required for short-term 
needs and long-term achievement of future goals (P. Grevell, personal communication, 
October 1 8, 2000). Following completion of the individual needs analysis, quarterly 
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reviews of individual plans are carried out and an annual plan is completed with all 
relevant parties to plan for the support of the person in the community. This is intended 
to ensure that services being provided are designed for the individual, rather than the 
individual having to fit into an available package of services. 
Conclusion 
Institutional reform has been influenced by a range of factors involving features of 
institutional living, contextual, and political influences. The negative impact of 
institutions has been well documented as well as the pervasive "institutional culture" 
that has been viewed as dehumanising and working against the principles of 
normalisation. A range of factors, both at an international and Australian level, has 
influenced the process of institutional reform in Queensland finally resulting in the 
relocation of residents from the Challinor institution under a policy of individual person­
centred planning. It is the relocation of residents from Challinor which is to be evaluated 
to determine benefits of this change in service delivery model. The planning framework 
for institutional reform included evaluation in terms of individual outcomes and a 
collaborative research project between the Schonell Special Education Research Centre 
and Disability Services Queensland was undertaken. The evaluation of the institutional 
reform project to close the Challinor Centre is described in the following chapters. 
CHAPTER S 
RATIONALE OF THE STUDY 
Introduction 
In this chapter, the rationale for the present research will be outlined. The project 
was timely as the government of the day announced the closure of Challinor Centre and 
an opportunity was available to contrast the life experiences of residents while they were 
still at the Centre with their future circumstance once they were relocated to community 
based accommodation. The issue at the commencement of the study was choosing 
relevant instruments that would adequately and accurately provide information to 
describe the significant changes in the residents' lives according to the principle of 
normalisation. Behavioural and objective aspects of deinstitutionalisation accounting for 
the effects of normalisation on the residents of Challinor will be evaluated. 
It has been suggested that normalisation is based on a value-laden principle of 
human rights and justice rather than on facts and research (Parmenter, 1992). The 
present project aimed to determine, in a scientific manner, whether community 
residential services - purportedly established on the principle of normalisation -
resulted in positive life changes for adults with an intellectual disability. 
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Community Living 
Person-centred planning, accommodation, and lifestyle support involved 
government funding and monitoring of services that were provided mainly by 
nongovernment agencies, such as church-based organisations, or by community welfare 
organisations serving individuals with a range of disabilities. The underlying philosophy 
applied is the provision of assistance for each person to live as normal a life and in the 
least restrictive environment possible. Community residences accommodated up to four 
people in detached houses or two interconnecting flats. Houses are self-contained units 
and staff and residents are responsible for all aspects of daily life. Staff-resident ratios 
are more favourable than in the institution and residents have daily activity programs 
involving at least 1 5  hours of funded individual community access on a weekly basis for 
recreation, leisure activities, and domestic tasks such as shopping and banking. In all 
aspects of their lives these adults are treated individually with, for example, staff 
preparing different evening meals according to resident likes/dislikes. In contrast, meals 
in the institution were prepared and distributed from a central kitchen with no 
opportunity for choice or preferences. 
The relocation involved not only the movement of residents into ordinary 
suburban houses but also changes in their level of participation, lifestyle, and services. 
Table 5 . 1  compares aspects of service delivery models in the institution and in the 
community. With this relocation came an orientation toward addressing the care needs 
of each individual and a package of services was developed to support each person. In 
the previous institutional setting, residents had to fit the services rather than the service 
attempting to fit the individual. 
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Table S.1 Differences Between Institution and Community Residential Settings 
Institution 
Service model based on residential/custodial/ 
medical orientation 
Large congregate residential setting 
Run by government department 
Focus is on care/supervision 
Living areas house 5-23 people (M=l  1) 
Direct care staff ratio 1 :5 or 6 
Job specification: kitchen staff, domestic staff/ 
cleaners, gardeners, handymen as well as direct 
care staff 
Meals prepared and cooked in central kitchen 
Set meal hours 
Central laundry (some residents do own laundry) 
No regular shopping, banking, or bill paying 
Medical, dental, and nursing services 
on-site 
Group outings in a mini bus. No regular 
community access 
Community 
Individual person-centred model of care based on 
normalisation 
Residences are suburban houses 
Mainly nongovernment service providers 
Focus on the individual 
House 1-4 people (M= 2) 
Direct care staff ratio 1 :2 or 3 
Direct care staff and residents responsible for 
cooking, domestic cleaning, laundry, and 
gardening 
Staff and residents decide meals, shop for 
groceries, and cook meals 
Flexible meal hours 
Staff and residents do laundry 
Regular routine of banking, grocery shopping, 
and bill paying 
Medical and dental visits in community 
1 : 1  community access averaging 10-15 hours a 
week 
Rationale 
Person-centred models of community living have their conceptual basis in the 
principle of normalisation (Nirje, 1969), hence, there was an expectation among direct 
care staff, bureaucrats, politicians, and the researcher that there would be lifestyle 
differences between the two residential settings and services. Service providers and 
carers created and set new boundaries for service provision in the home and community 
under the guidelines of normalisation which in turn affected resident behaviour. While 
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adherence to a philosophy of normalisation and the creation of living patterns to support 
is desirable, the extent to which these changes affect the residents is not clear and it is 
important to evaluate the effectiveness of the relocation process over an ext�nded period 
as significant life changes are likely to be reflected differently as residents adapt to their 
new situations. 
A considerable amount of evidence has accumulated on the effects of institutional 
reform (e.g., Anderson, Lakin, Mangan, & Prouty, 1998; Emerson & Hatton, 1 996; 
Prouty, Lakin, & Smith, 1996; Stancliffe & Lakin, 1999; Young, Sigafoos, Ashman, & 
Grevell, 1998). Dispersed community housing with full- or part-time staffmg is the most 
common model of residential provision for people with intellectual disabilities in the UK 
(Emerson & Hatton, 1998) and US (Lakin, Prouty, Polister, & Anderson, 2000). 
Research findings comparing the outcomes for people with an intellectual disability in 
both institutional and community settings and in the Australian context are important to 
provide some indications about the relative merits of different models of residential care. 
Changes in the political situation in Australia have resulted in decisions by 
successive governments about the closure of institutions. In Victoria, election platforms 
by the two major parties involved pledges to close or not to close a large institution 
housing over 500 adults (Editorial, The Age, 1 999; Australian Labor Party, Victoria, 
1999). In Tasmania, government policy was enacted to relocate all residents of 
institutions into community settings and the last institution in that state closed in August 
2000 (Australian Society for the Scientific Study of Intellectual Disability, 2000). In 
New South Wales and South Australia there has been a shift recently to increased 
provision of accommodation services in institutions or large residentials indicating a 
trend away from community housing (Australian Institute of Health and Welfare, 2000). 
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There is also a trend towards new accommodation alternatives to institutions and 
community housing with families and institution staff actively promoting the 
establishment of cluster centres (defined in Chapter 1) (see e.g., Community and 
Institutional Parents' Action on Intellectual Disability, 1999). In Queensland, pressure 
from families and changes in governments have acknowledged the need for and 
subsequent establishment of this new type of institution called a cluster centre (Bligh, 
1998; Department of Families, Youth and Community Care, 1999a, 1 999b). Hence, 
evaluation of deinstitutionalisation into community houses, rather than cluster centres, in 
the current political climate is timely. 
Although there have been many studies of deinstitutionalisation in Western 
countries, few investigators have followed longitudinally a population of mainly older 
adults with severe and profound intellectual disability within the Australian context. The 
present study is one of four reported scientifically rigorous studies undertaken in 
Australia. Three of these (see e.g., Barber, Cooper, & Owen, 1994; Cummins & Dunt, 
1990; Molony & Taplin, 1990) assessed relocation on younger and/or less severe levels 
of intellectual disability and as data were collected over ten years ago it is questionable 
whether the sociopolitical circumstances that existed then would have the same impact 
as those that exist today. There are three other factors that are of importance in this 
study. 
First, the present study reports longitudinal outcomes for an Australian sample and 
provides insights into the merits of living in a community setting rather than an 
institution. There is a continued need to monitor the deinstitutionalisation process over 
time and report longitudinal data (Cullen et al., 1995) because there is an expected 
adaptation of staff and residents but the direction and extent is presently unknown. To 
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judge the effectiveness of the deinstitutionalisation process, data were collected over a 
2.5 year period (from 6 months before the relocation to 2 years post-relocation in the 
community). Data collection required selection and development of instruments suitable 
for determining adaptive and maladaptive behaviour, choice-making, and objective 
quality of life. 
Second, the effectiveness and/or value of deinstitutionalisation for people with severe 
and profound disabilities has been questioned (Erb, 1995). However, researchers have 
shown that outcomes can be just as positive for those people (Heller, Factor, Hsieh, & 
Hahn, 1998; Stancliffe, 1 997). The present study will determine the outcomes following 
deinstitutionalisation for people with severe and profound intellectual disability and for 
those who are aging. 
Previous research has shown that relocation, especially in older adults with 
intellectual disability, can result in increased mortality, adverse physical effects, and 
emotional, behavioural, and mental health difficulties (Heller, Miller, & Factor, 1998; 
Heller, 1988). There may be beneficial effects of moving for both older and younger 
people (Heller, Factor et al., 1998) but there may also be complications because many of 
those relocated had severe levels of intellectual disability, cerebral palsy and/or epilepsy, 
and health problems. The present study aims to evaluate the effects of relocation on a 
very diverse group of residents with widely differing medical and mobility needs. 
The third issue relates to quality of life factors. A review of the literature has 
shown that increases in adaptive behaviour may occur but these are dependent on the 
nature of opportunities and services provided in community settings. The :frequency and 
severity of maladaptive behaviour, such as aggression and self-injury, may not 
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necessarily decrease as a result of moving into the community even though community 
residences provide more favourable staffing ratio, are less costly, and are said to provide 
better outcomes when compared with institutions (Stancliffe & Lakin, 1 998). However, 
positive outcomes for community living are not always favourable in terms of adaptive 
behaviour and residents who remain in institutions might, in fact, be no worse off than 
those who are relocated in terms of some objective benefits (see e.g., Stancliffe & Lakin, 
1999; Cullen et al., 1995). It is for these reasons that adaptive and maladaptive 
behaviour and objective life quality factors were selected as dependent variables. For 
deinstitutionalisation to be successful it seems important to monitor these changes over 
time and refine the process so that individual needs are met (i.e., in a person-centred 
model of service delivery). 
Choice-making was also selected as a dependent variable as the availability of 
choice is considered integral to quality of life (Kearney, Bergan, & McKnight, 1998). 
Choice is defined as ''the opportunity to make an uncoerced selection from two or more 
alternative events, consequences, or responses" (Brigham, 1 979, p. 1 32). The Disability 
Services Act 1 986 gave prominence to choice as an indicator of quality of life for 
Australian citizens with intellectual disability although some writers have argued that 
there is a gap between policy and practice (Parmenter, 1 994). The legislation of choice 
and decision-making does not necessarily mean these rights are truly available to people 
with an intellectual disability and variability in degree of choice-making indicates that 
community living does not always guarantee increased self-determination (Parmenter, 
1 994). 
As the model under which participants were relocated paid greater attention to 
individual needs, choice-making was one way of recording whether this was occurring. 
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Size of residence is not the only factor that influences choice availability but it is also 
the provision of opportunities for self-determination (Vandergriffe & Chubon, 1994). A 
model of service that encourages opportunities for self-detenn:ination will be reflected in 
increased choice-making. The opposite of choice is environmental restrictiveness 
(Kearney et al., 1998) and if levels of choice-making decrease after relocation, 
relocation has only changed the place of residence and not lifestyle. 
Information on various aspects of a person's lifestyle would indicate whether life 
conditions have changed over time in the community. As most participants have severe 
and profound intellectual disability, a limited behavioural repertoire, and/or no 
communication skills it was deemed inappropriate to use validated quality of life 
assessments such as QOL-Q (Schalock & Keith, 1 993) or Com QOL-ID (Cummins, 
1993a) which require participation by individuals with intellectual disability or multiple 
staff participation in individual assessments. Only objective information was evaluated 
owing to difficulties with the use of subjective evaluations described in Chapter 2. 
An indication of life quality is also reflected through assessments of adaptive 
behaviour and choice-making. Emerson (1985) stated that quality of life is defined as 
" . . .  the satisfaction of an individual's values, goals and needs through actualiz.ation of 
their abilities or lifestyle" (p. 282). These are likely to be reflected in assessments of 
adaptive behaviour and choice-making, as well as objective life circumstances, and are 
the primary areas to be evaluated in the present study. 
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Specific Research Questions Being Addressed 
There were four primary research questions addressed in the present study. 
1 .  What changes are there in residents' adaptive behaviour, maladaptive 
behaviour, choice-making, and objective life quality following relocation 
from the institution and up to 24 months after in the community? 
2. I s there a difference in outcomes by level of intellectual disability?
3 .  Is there an age difference in outcomes? 
4. What is the extent of individual variability in outcomes?
Conclusion 
The model of service delivery to be evaluated was based on normalisation and 
involved person centred planning. Living conditions in the community, which aimed to 
approximate those for people without an intellectual disability, might result in 
opportunities for change in adaptive and maladaptive behaviour, choice-making, and 
objective quality of life. Positive changes in these variables might also be indicative of 
improved Social Role Valorisation in that people are accepted for what they can do and, 
hence, are viewed in a more favourable light. But it is only through scientific monitoring 
and evaluation of change can an infomed decision be made as to the relative benefits of 
deinstitutionalisation for adults with an intellectual disability in the Australian context. 
Methodology for the research is described in Chapter 6. 
CHAPTER 6 
METHODOLOGY 
Chapter 6 will outline the quasi-experimental design used in this study. It involved 
an adapted time series analysis with one baseline measure. Participants, the assessment 
instruments, and the reasons for their selection including reliability and validity will be 
described. The data collection procedures and analyses undertaken will also be 
discussed. 
Participants 
The 57 males and 47 females who were followed in this study were relocated from 
Challinor Centre to community accommodation for at least 24 months. At the time of 
their initial assessment in the institution, the residents ranged from 21  to 84 years of age 
with a mean of 4 7 years. These people had spent from 2 to 70 years (M = 26 years) 
living in institutional care and from 2 and 70 years at Challinor (M = 1 9  years). All had 
a primary diagnosis of intellectual disability. Based on a review of facility files, 1 5  
individuals were classified as having a mild intellectual disability, 26 had moderate 
intellectual disability, and 63 had severe or profound intellectual disability. It must be 
noted, however, that it was rare to find assessment details in resident files to validate the 
levels assigned. There was a fair degree of resistance within the institution to disruption 
of routines associated with even a brief form intelligence test (IQ). Results of any IQ test 
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at that stage may not have been a pure indication of IQ but of intellectual ability 
associated with years of institutionalisation. As no formal assessments were undertaken 
one needs to interpret the results by level of intellectual disability with caution 
In addition to intellectual disability, 50 residents had additional disabilities, 
involving vision, hearing, or mobility impairments. Over halfthe group had one or more 
socially unacceptable challenging behaviours and most had little or no experience in 
community living arrangements (P. Grevell, personal communication, 1 8  October, 2000). 
Methodology Issues 
In this project the intention was to monitor changes in skills and life circumstances 
of adults with intellectual disability as they were progressively relocated from an 
institution to community homes. The purpose is to record any changes in quality of life 
issues that might be considered equivalent to the experiences of others in the community 
without an intellectual disability. Other studies (e.g., Cullen et al., 1995; the St Nicholas 
studies undertaken by Cummins & Dunt, 1990; Fine, Tangeman, & Woodard, 1990; 
Heller, Miller, & Factor, 1998) have incorporated this type of longitudinal approach 
using one baseline measure and repeated measures so there are established precedents 
for the current design. 
There are a number of influences that affect valid conclusions drawn from the data 
that are described by Yin (1994). These are: (a) internal validity, (b) construct validity, 
( c) external validity, and ( d) reliability. 
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Internal Validity 
This refers to the validity about conclusions regarding causal relationships from 
one set of variables to a manipulated set. In the present study there is no control group as 
each individual acts as his or her own control. Hence, internal validity relates to the 
conclusion that changes in, for example, adaptive behaviour or community access were 
due to changes in the provision of residential services for a specified individual. Other 
threats to internal validity include: 
1 . Repeated testing due to the large number of items and the lengthy 
assessment time (approximately 2 hours). Careful observation and review of 
the data suggested no systematic bias based on repeated testing. 
2. Statistical regression occurs when respondents of varying intellectual ability
are compared. Measures may be unreliable as people with mild intellectual 
disability score higher on the pretest and appear to score lower or have 
smaller increases at follow-up. People with severe and profound intellectual 
disability who have lower scores at pretest achieve relatively higher scores at 
posttest and have larger overall increases. Nothing can be done to overcome 
statistical regression but in the present study the difficulty relating to 
different initial test results was overcome by controlling for the baseline 
score in the statistical analyses. 
3 .  Selection as participants and the relocation schedule was beyond the control 
of the researcher. The government of the day decided to close the institution 
and all residents were to be relocated. The actual time of relocation was 
dictated by the availability of housing, finding a service provider, provision 
of funding, and finalisation of co-tenancy arrangements. Residents, their
Chapter 6 88 
family, or an advocate decided the type of living arrangement available. 
When the option of cluster centre accommodation became available in the 
final two years of the project, many residents with mild or moderate levels 
of intellectual disability chose that option and were not part of the 
community living sample even though it was thought that they would have 
benefited from the person-centred approach available to community 
residents. 
4. Mortality is a consequence of a longitudinal study extending over five
years. Only three participants died before the two year follow-up and no one 
chose to withdraw from the study. 
5. Heterogeneity. Variability in type of service providers, co-tenancy
arrangements, mixed rural and urban settings, and other organisational
factors may have influenced the results. However, it is argued that no
attempt should be made to control for this heterogeneity because it is part of
the setting and serves as evidence for generalisability of findings.
Construct Validity 
This is concerned with threats caused by attributing differences in dependent 
variables to relocation into community homes. It is affected by: 
1 .  Mono-method bias involves multiple assessment using the same assessment 
materials and under similar conditions at repeated intervals with the same 
participants. 
2. Hypothesis guessing involves proxy respondents answering in ways they
think they should with answers representing exaggeration of the situation,
either positively or negatively. Evaluation apprehension occurs when proxy 
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respondents are apprehensive about presenting themselves to the researcher 
in a positive light. It may result in their exaggerating or downplaying 
resident skills to highlight the way they are doing their job. Satisfactory 
inter-rater reliability indicated these issues were not a problem. 
3.  Experimenter expectancy may threaten construct validity which results in 
biased data. The use of standardised assessment materials-Adaptive 
Behavior Scale (ABS) and Resident Choice Assessment Scale (RCAS)-and 
a semi-structured interview-Life Circumstances Questionnaire (LCQ) 
overcame the problem. Control of researcher expectation by collection of 
objective data and information overcame the issue of researcher expectation 
or biased data. 
External Validity 
This is concerned with the extent to which one can generalise results beyond the 
study. The study involved a large population size, repeated measures, and longitudinal 
follow-up of participants over a period of two years post-institution. It also included a 
range of intellectual disability, challenging behaviours, aging, and health issues and so 
the results would seem to generalise of results to similar populations of long-term 
institutionalised persons in the Australian context. 
Reliability 
Reliability was established for each instrument. Two staff persons served as 
informants for all assessments to obtain inter-informant agreement data for 
approximately 10% of residents. Proxy respondents required specific criteria including 
fluent English and literacy skills and must have been employed in direct care activities 
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with the resident for at least six months. Instruments were administered identically on 
every occasion. The commercial version of the ABS (Nihira, Leland, & Lambert, 1993) 
and printed copies of the RCAS (Kearney, Durand, & Mindell, 1995) and LCQ (Young, 
Ashman, Sigafoos, & Suttie, 1996) were administered according to specified criteria. 
They were usually administered with the ABS first, followed by the RCAS and then the 
LCQ. However, when the resident wanted to participate the researcher began with the 
• 
LCQ. Reliability is discussed further in Assessment Materials. 
Assessment Materials 
Data collection required selection and/or development of instruments to assess 
changes in: (a) adaptive and maladaptive behaviour, (b) choice-making, and (c) 
objective life quality. 
F elce' s ( 1997) theory of quality of life provided the theoretical basis and rationale 
for selection and use of the Adaptive Behavior Scale (Nihira et al, 1993), Resident 
Choice Assessment Scale (Kearney et al, 1995), and the Life Circumstances 
Questionnaire (Young et al, 1996) in the present study. Only objective aspects of life 
quality are to be evaluated. 
Adapti.ve and Maladapti.ve Behaviour 
Adaptive Behavior Scales 
The AAMR Adaptive Behavior Scales-Residential and Community 2nd Edition
(ABS) (Nihira et al., 1993) provided an assessment of adaptive (Part I) and maladaptive 
behaviour (Part II). This assessment was chosen because it has established reliability and 
validity in determining the behaviour of adults with intellectual disability, alpha 
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coefficients ranging from .82 to .98 (Part I), and .81 to .94 (Part II}, and it was the most 
suitable tool to use because of the range of ages and level of intellectual disability of the 
residents at Challinor. In the present study, the overall inter-rater reliability coefficient 
for 10% of the sample established at each data collection point was .94 (Part I}, ranging 
from .59 (Self direction) to .94 (Independent functioning) on each of the domains, and 
.67 (Part II), ranging from .36 (Social engagement) to .81 (Social behavior). 
Ratings of adaptive behaviour are made in the following domains: independent 
functioning, physical development, economic activity, language development numbers 
and time, domestic activity, prevocational/vocational activity, self-direction, 
responsibility, and socialisation. The Adaptive Behavior Scale Part II has ratings of 
maladaptive behaviour in the following domains: social behaviour, conformity, 
trustworthiness, stereotyped and hyperactive behavior, sexual behavior, self-abusive 
behavior social engagement, and disturbing interpersonal behavior. The scores recorded 
for the study were domain scores and total scores for ABS Parts I and II. 
Choice-making 
Resident Choice Assessment Scale 
Opportunities to exercise personal preferences and freedom of choice are implicit 
in the principle of normalisation (Perrin & Nirje, 1985). So, a measure of the degree to 
which individuals were involved in making choices was necessary to indicate changes in 
lifestyle from institution to community for the participants. 
Choice-making was assessed using the psychometrically validated 25-item 
Resident Choice Assessment Scale (RCAS) described by Kearney et al. (1995). (See 
Appendix 1 ). Example questions include "Does the client choose the time that he/she 
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gets out of bed in the morning?" "Does the client choose his/her own recreation 
activities?" and "Does the client move about the building/home as he/she chooses?" 
Questions are rated on a 1 (Never) to 7 (Always) Likert scale (Likert, 1 932) and total 
and mean scores were calculated. The RCAS was selected because of its demonstrated 
test-retest (.91) and interrater (.84) reliability and construct validity (Kearney et al., 
1995) and it is valid for use by direct-care staff in rating the extent of choice available to 
adults with developmental disabilities. In the present study inter-rater reliability was .73. 
Objective Life Quality 
Life Circumstances Questionnaire 
Lifestyle was assessed using the Life Circumstances Questionnaire (LCQ) 
developed by Young, Ashman, Sigafoos, and Suttie (1996) (see Appendix 2). It was 
based on an interview questionnaire developed and used by Ashman, Hulme, and Suttie 
(1990) in a study of older people with intellectual disability living in the community. 
LCQ is not a standardised measure or instrument and, after trialing, modifications and 
changes based on feedback from professionals working in the field of intellectual 
disability were made. Data were collected during a conversational interview of 
approximately one hour that provided a flexible format for gathering information about 
aspects of people's lives. 
The LCQ is an 1 1-page document that seeks information about: (a) Material 
Well-being (e.g., number of possessions); (b) Physical Well-being (e.g., visits to doctor, 
dentist, accidental injuries, medications); (c) Community Access (e.g., frequency of 
visits to shops, cafes, parks, recreation/leisure facilities, education, employment etc); ( d) 
Daily Routines (e.g., participation in meal preparation, laundry, gardening, etc); (e) Self-
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determination (e.g., life events and decisions such as when/where to go on holidays, 
cotennant choice); (f) Contact with Family and Friends (e.g., frequency of visits or 
outings with family/friends); and (g) Residential Well-being (e.g., type of house, 
nearness to shops and transport). Each domain is broken down into specific key 
questions with probes being used for clarification. 
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A lengthy process of refinement and modification of questions and scoring with 
reaction, consultation, and suggestions from professionals and stakeholders in the field 
was followed in the development of this questionnaire. It was trialed with a small 
sample, with modifications made where necessary to ensure it was tapping into the main 
areas of individual lifestyle change. Scoring, reflecting improvements in life 
circumstances, was based on the expectations or experiences of adults without an 
intellectual disability and the scoring procedure was checked with professionals and 
adults ranging in age from 20 to 70 years for consistent, accurate responses, and 
modified where necessary. Improved or increasing conditions or experiences were 
reflected by increasing scores. 
Inter-rater reliability in the present study was .88, with averages for separate 
domains ranging between .52 (Social/emotional wellbeing) and .97 (Material well­
being). The low correlation for Social/emotional wellbeing may have been caused by 
variations in respondents' (staff) judgements about social contacts and friendships. 
Respondents were asked to rate how many friends an individual had and there may have 
been discrepancies caused by staff who named all social contacts as friends even though 
they were instructed to only count a friend in the same context as they would consider a 
person a friend. 
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As well as the domain scores for different areas of the LCQ, interview data 
relating to life routines, domestic routines, community access, social networks, and 
achievements were collected. This information was coded according to defmed criteria 
and the number of instances summed. The research was interested in the variety of 
activities, places, or people accessed once residents were living in the community. 
Life routines counted the number of different activities in which a person engaged 
during a month. These were coded as Domestic (grocery shopping, bill paying, banking, 
house chores, cooking, gardening), Recreation/Leisure (both active and passive pastimes 
including hobbies or activities at home), Education/Employment (such as classes at 
T AFE, paid employment, volunteer work, staff training skills to resident such as 
learning how to use public transport), and Personal Development/Health (medical 
,dental, and therapy appointments, hairdresser, church, exercise routines, visit or outing 
with family or friends). Domestic tasks looked at opportunity for participation in 
domestic chores such as meal preparation, laundry, washing/drying dishes, cleaning, 
grocery shopping, and gardening. As well as opportunity for participation, the research 
also investigated how often the person actually participated in these domestic tasks. 
Community access looked at the number of different locations accessed by the 
person with an intellectual disability in a month and these were coded as Domestic 
(banking, grocery or personal shopping, bill paying), Formal (structured, active, 
participation in recreation such as swimming, ten-pin bowling, leisure clubs, craft 
groups), Informal (unstructured, passive participation in leisure activities such as walk in 
the park, drive in the car, watching sport), Eating (cafes, restaurants, hotels, clubs), and 
Personal Development/Health (such as church, therapy services, medical/dental visits, 
hairdresser, employment, education, visiting family). 
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Social networks counted the variety of different people who staff regarded as 
friends (e.g., parents, siblings, other family, ex-Challinor residents, co-tennant, staff 
neighbours, people without intellectual disability). Achievements were coded according 
to whether they were adaptive behaviour, leisure skills, domestic skills, communication, 
or reduction in maladaptive behaviour and results were summed. 
This study investigated whether life conditions changed over time and will be 
evaluated by collecting objective data on life quality. The LCQ was designed as a semi­
structured interview to obtain information on various aspects of a person's lifestyle in as 
short a time as possible. Only objective information were evaluated owing to the 
difficulties of reliability associated with the use of subjective evaluations previously 
outlined. 
Location 
The research took place in Queensland, Australia, between 1995 and 2001 .  It 
involved the longitudinal follow-up of the population of residents who once lived in the 
government run Challinor Centre in Ipswich and who were relocated into homes in the 
community run by nongovernment service providers. Community homes were located in 
outer suburban areas of Brisbane and in mainly provincial areas along the east coast. 
Participants were moved into freestanding houses which were purpose built or modifed, 
or two adjoining apartments on a block of land called a duplex. 
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Procedure 
The evaluation involved an assessment of adaptive and maladaptive behaviour, life 
circumstances, and choice-making. This study presents the results after the first six 
rounds of data collection. These occurred approximately 6 months prior to leaving the 
institution and then again at 1-, 6-, 12-, 1 8- and 24- months of community living. 
All assessments were conducted by the author who administered assessment forms 
and interviewed direct care staff. Apart from the initial institutional assessment, the 
same member of staff was used at each time interval in the community providing they 
were still involved in direct-care activities. Whenever the designated member of staff 
was no longer working at the house, another person was selected in consultation with the 
service management, but this person must have worked with the resident in direct care 
activities for at least six months. Assessments and interviews were completed in a two­
hour visit to the residence to collect the information. For a small number of residents 
located in regional Queensland, direct-care staff completed the assessments 
independently after verbal instruction and direction over the telephone from the author. 
The Life Circumstances Questionnaire was administered as a telephone interview, and 
one assessment visit was made to each regional residence at either 6 or 1 2  months. 
Individual residents were invited to participate in the assessment, especially to 
report on their community access activities, and this usually occurred during morning or 
afternoon tea. The author would take cake or fruit so that the visit could be a social 
occasion for both the resident and staff. If at any stage the resident became upset the 
assessment would be terminated and completed at another location or over the telephone 
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as soon as practicable. This was rarely necessary as the visit by the researcher and the 
accompanying treat was eagerly awaited and fostered rapport with staff and residents. 
Proxy Respondents 
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In the present study, staff involved in direct care were respondents for objective 
information and completion of standardised assessments. The use of proxy respondents 
has been shown to have both satisfactory reliability (Schalock & Keith, 1 993; Stancliffe, 
1999) and questionable reliability (Rapley, Ridgway, & Beyer, 1 998; Reiter & Bendov, 
1996). Proxies are not a substitute for first-hand subjective information but, in the 
present study, it was deemed appropriate to have proxy respondents rather than no 
respondents (Stancliffe, 1999) and they are accurate for objective issues related to 
quality of life (Cummins, 1998). 
Data Analysis 
Data was analysed using Statistical Package for Social Sciences Version 6.1 
(SPSS, 1995) which contained the required procedures. The dependent variables were 
adaptive behaviour, maladaptive behaviour, choice-making, and objective life quality 
(including qualitative data on community access, life routines, and achievements) which 
were measured on multiple occasions in a multivariate analysis of variance with age and 
level of intellectual disability. This design was chosen to determine whether there were 
changes in the dependent variables after the participants were relocated into the 
community. 
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Ethical Issues 
Ethical clearance was obtained from appropriate bodies within The University of 
Queensland and Disability Services Queensland to undertake the project. In addition, 
agreement to the family member's participation in the study was obtained from families 
or legal guardians when required. Letters were sent at regular intervals informing them 
of continued follow-up and they were able to withdraw their family member's 
participation at any time if desired. Data on individuals was available to families, service 
providers, and staff to provide feedback and assist in future program planning for the 
individual. 
The results from the assessments are presented in Chapter 7 as overall group 
outcomes and results from a matched comparison. Further description and evidence is 
outlined in a series of case studies. 
CHAPTER 7 
RESULTS 
Chapter 7 presents results from statistical procedures using SPSS Version 6. 1 
(SPSS, 1995). Three levels of results are presented. Firstly, the overall results for the total 
population (N= 104) of people relocated into community houses were assessed for 
changes in Adaptive Behavior Scale Parts I and II (ABS), Resident Choice Assessment 
Scale (RCAS), and the Life Circumstances Questionnaire (LCQ). Changes by age and 
level of intellectual disability will also be reported. Secondly, results will be reported for a 
matched sample of 3 1  pairs who were either relocated or remained in the institution for a 
period and then relocated. These results include qualitative data such as community 
access, life routines, achievements, and social networks. And finally, a set of case studies 
will be presented which describe and highlight specific changes in the lives of four 
relocated residents. 
All quantitative data were checked for assumptions of normality, homogeneity of 
variance, and sphericity. The relatively large sample size (N = 1 04) compensated for the 
non-normal distribution of some results. Where assumptions of sphericity have been 
violated the Greenhouse-Geisser correction was applied to produce a more conservative 
estimate of effect. Mixed measures MANOV A results report Greenhouse-Geisser values. 
As the primary research question focuses on change over time, a planned comparison is 
used, namely, trend analysis. A relationship among means is described as a linear trend 
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when the relationship can be represented as a straight line and as higher order trends, such 
as quadratic with one change of direction, or cubic with consistent increases and 
decreases in direction (Howell, 1997; May, Masson, & Hunter, 1990). The overwhelming 
majority of results exceeded .80 of Cohen's criteria for power which indicates a large 
effect and all were above .50 which indicates a medium effect (Cohen, 1988). 
Adaptive Behaviour 
Adaptive Behavior Scale Part I 
A mixed measures MANOV A with repeated measures was performed on the mean 
scores for ABS Part I for the total population. Trend analysis, as a special case of planned 
comparisons, was used to compare patterns of change in skill level and lifestyle of the 
Challinor population over time (Howell, 1997; May et al., 1990). Results showing 
changes over time are presented in Table 7. 1 .  
There was a statistically significant difference in the total mean scores for adaptive 
behaviour over time, F(l ,  92) = 5.5,p < .001 .  Trend analysis revealed a significant 
positive linear trend in adaptive. behaviour scores over time, F(l ,  92) = 10.8,p < .001 ,  and 
a significant quadratic trend, F(l ,  92) = 4.5,p < .05. A linear trend is reflected by 
increased adaptive behaviour scores over time, however, by 24 months it was beginning 
to plateau which explains the quadratic component. Analysis of the separate domains of 
the ABS revealed significant improvements over time in Economic Activity, Language 
· Development, Numbers and Time, Domestic Activity, Pre-vocationalNocational 
Activity, Responsibility, and Socialization. 
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Planned comparisons revealed a significant positive linear trend for Language 
Development, F(l ,  92) = 6.46,p < .05; Numbers and Time, F(l ,  92) = 4.6,p < .05; 
PrevocationalNocational Activity, F(l ,  92) = 7.3,p < .01 ;  and Socialization, F(l ,  92) = 
25.5, p < .001 .  Adaptive behaviours in these domains increased in a positive direction 
over the two years of community living and at this time there was no indication of a 
plateauing of skills. 
Significant linear and quadratic trends were recorded for Economic Activity, F(l ,  
92) = 8.7,p < .01 and 9.67 p < .01 ;  Domestic Activity, F(l ,  92) = 13 .94,p < .001 and 
1 1 .64,p < .001 ;  and Responsibility, F(l ,  92) = 12.2,p < .001 and 1 0.2,p < .01 .  While the 
linear trend provided evidence for the acquisition of adaptive skills, the quadratic trend 
indicated that such increases were beginning to plateau as time progressed. 
The areas showing no significant change over 24 months in the community were 
Independent Functioning, Physical Development, and Self-direction. These have 
remained stable. There has been no increase in adaptive skills that encourage 
independence and self-reliance which suggests that staff are still over-controlling 
residents. 
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Table 7.1 Adaptive Behavior Scale Part I Mean Scores Over Time for the Group (N = 
104) 
ABS Part I Assessment Time 
Domains Challinor 1 month 6 months 12 months 1 8  months 24 months F 
(maximum (df= 1,  92) 
score) 
Independent 
functioning M 44.7 46.1 47.5 46.S 45.2 45. 1 1 . 1 8  
(1 19) SD 28.8 26.9 27.8 27.1 27.4 27.5 
Physical 
development M 15.1  15.0 15.2 15.4 15.2 15.0 .65 
(24) SD 5.6 4.9 5.1 5.3 5.2 5.3 
Economic 
activity M 2.4 3.1 3 .5 3.5 4.5 3.5 2.58* 
(25) SD 3.2 3.3 3.6 3.7 9.5 3.2 
Language 
development M 14.1 14.4 14.8 15.2 14.8 15.4 2.52* 
(43) SD 10.3 9.6 9.8 9.4 9.6 9.8 
Numbers/ 
Time M 2. 1 1 .9 2.4 2.3 2.5 2.5 2.32* 
(14) SD 3.4 3.2 3.6 3.5 3.6 3.4 
Domestic 
activity M 4.3 5.1 5.7 6.3 6.1 6.0 7.97** 
(23) SD 5.6 6.4 6.5 6.3 6.4 6.3 
Prevocational/ 
vocational M 2.0 2.5 2.5 2.7 3 . 1  3.0 2.85* 
(1 1) SD 3.2 3.7 3.6 3.7 3.7 3.7 
Self-direction M 8.3 9.2 9.5 8.8 9.6 9.8 1 .92 
(23) SD 6.6 6.6 6.4 5 .8 5.4 5.9 
Responsibility M 2.8 3.8 3.7 3.9 4.0 3.8 7.26 ... 
(10) SD 2.9 3.1 3 .3 2.9 2.8 2.9 
Socialiution M 1 1 .6 12.2 13.3 12.7 14.2 14.2 8.34*** 
(26) SD 6.2 6.0 5.6 5.6 3 .9 4.1 
Total M 107.4 1 14.1 1 18.0 1 17.2 1 19.5 1 18.9 5.46*** 
(3 18) SD 66.3 64.0 65.0 6 1 .8 60.3 60.2 
*p < .OS **p < .01 ***p < .001 
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Adaptive Behavior Scale Part II 
A mixed measures MANOV A with repeated measures was performed on the total 
mean scores for the group. Results showing significant changes over time are presented in 
Table 7 .2. Analysis revealed there was a significant change in the overall level of 
maladaptive behaviour after 24 months of community living, F(l ,  92) = 3.55, p < .01 ,  but 
post hoc tests revealed no linear or quadratic trends indicating the changes were not in any 
consistent or favourable direction. Scores on the ABS Part II showed a significant 
decrease in the amount and severity of challenging behaviour after one month, t(96) = 
3 .36, p  <.001 ,  compared to the rates before leaving Challinor but after this initial decrease 
scores began to increase and by the two year followup they were nearly back at the levels 
exhibited at Challinor. 
Analysis of the individual domains of ABS Part II showed significant negative 
linear and quadratic trends for Trustworthiness, F(l ,  92) = 6.03, p < .05 and 6.75, p < .05, 
and a quadratic trend for Sexual Behavior, F(l ,  92) = 4.4, p < .05. Over 24 months of 
community living residents had become more trustworthy and were exhibiting less 
inappropriate sexual behavior, however, the quadratic trend suggested these results were 
beginning to plateau. 
Trend analysis of the individual ABS Part II domains with significant changes over 
time revealed no linear or quadratic trend for the domains of Social Behaviour, Sexual 
Behavior, Social Engagement, and Disturbing Interpersonal Behavior indicating that 
while scores had changed at some time during the relocation (usually in the early weeks 
following transfer from the institution to the community residence and in the honeymoon 
period when both residents and staff were testing each other), by 24 months they were not 
significantly different from the Challinor levels. One reason for fluctuating scores may be 
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that staff are noticing behaviours more :frequently in the smaller, more confined suburban 
houses and are less tolerant or accepting of annoying behaviours indicating higher 
expectations of normality. At Challinor there was always much background noise that 
may have masked bizarre behaviours and staff could isolate themselves from residents in 
locked staffrooms and were more accepting of maladaptive behaviour. 
Table 7.2 Adaptive Behavior Scale Part II Mean Scores Over Time for the Group (N = 
104) 
ABS Part II Assessment Time 
Domains Challinor 1 month 6 months 12 months 18  months 24 months F 
(df= 1, 92) 
Social M 13.6 10.6 1 1 .6 14.3 13.1 13.S 3.42* 
behavior SD 13.5 1 1 . 1  10.8 13.5 1 1 .6 12.4 
Conformity M 8.2 6.0 7.0 7.7 6.9 7.4 2.13 
SD 8.0 6.3 7.3 7.8 6.4 7.1 
Trust- M 7.7 4.6 s.o S.6 4.7 4.9 6.17*** 
worthiness SD 8.7 6.1 6.2 7.6 s.s s.s
Stereotyped/ M 10.4 10.0 1 1 .7 12.2 10.6 1 1 .8 1 .90 
hyperactive SD 8.S 7.4 8.2 8.6 7.7 9.3 
behavior 
Sexual M 4.0 2.2 3.0 3.0 2.9 2.9 4.79** 
behavior SD 4.9 3.6 3.6 3.7 4.2 3.S
Self-abusive M S.4 4.1 5.1  S.6 4.8 5.1 2.15  
behavior SD 5.1 4.3 5.1 S.2 4.S 4.4 
Social M 8.2 7.8 8.6 8.3 6.S 7.2 3 . 15* 
engagement SD 5.7 5.2 5.7 S.9 S.2 S.3 
Disturbing M 7.4 6.0 7.4 8.0 7.3 8.2 2.29* 
interpersonal SD 7.6 6.7 7.0 8.4 6.9 8.3 
ABS Part II M 65.9 5 1 .7 59.0 64.6 57.3 6 1 .5 3.55** 
Total SD 45.0 35.9 38.1 44.6 36.0 4 1 .2 
*p < .OS **p < .01 •••p < .001 
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Choice-making 
A mixed measures ANOV A was performed on the mean RCAS scores for the total 
group. Results showing statistically significant changes over time are presented in Table 
7.3. Residents in the community increased the amount of choice-making from a mean of 
3.0 everyday choices to 4.3 after 24 months. 
Table 7.3 Resident Choice Assessment Scale Mean Scores Over Time for the Group 
(N= 104) 
Assessment Time 
Challinor 1 month 6 months 12 months 1 8  months 24 months F 
Resident 
Choice M 
Assessment S/J 
Scale 
•••p < .001 
3.0 
1 .34 
3.8 
1 .45 
4.0 
1 .32 
4.1 
1 .24 
4.3 
1 .21  
4.3 
1 .21  
(df= 1 ,  92) 
57.96··· 
Trend analysis revealed a significant positive linear trend, F(l ,92) = 1 56.05, p < 
.001 and a significant quadratic trend, F(l ,  92) = 3 1 .85,p < .00 1 .  After an initial positive 
increase, the amount of choice-making plateaued. However, as residents are making just 
over 60% of every day decisions for themselves at 24 months it would be desirable for the 
linear trend to continue to a score of seven for choices involving everyday decisions. 
While the results from the RCAS indicated that opportunities for choice-making have 
increased consistently over time, with individuals now making more than half of their 
own everyday decisions, there is still the challenge for services and support staff to find 
ways of facilitating opportunities for choice-making all of the time. 
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Objective Life Quality 
Mixed measures MANOV A was performed on the total result and individual 
domains of the LCQ to determine changes in objective life quality. Results are presented 
in Table 7.4. 
Table 7.4 Changes in Life Circumstances Questionnaire Mean Scores Over Time for 
the Group (N = 104) 
Assessment Time 
Domains Challinor 1 month 6 months 12 months 18 months 24 months F 
(df= 1 , 92)8
Material M 9.8 18.4 24.4 30.3 35.9 40.6 655.2···
wellbeing SD 3.21 3.93 5.28 6.52 7.44 8.61 
Physical M 17.l 12.9 14.6 15.2 15 . 1  15.6 16.9***
wellbeing SD 3.67 3.37 3.71 3.94 4.20 3.62 
Community M 30.4 52.7 65.8 70.4 68.3 70.6 161 .3···
access SD 12.46 19. 1 1 20.37 18.76 17.65 15.95 
Routines M 23.3 47.5 48.2 48.3 47.6 48.9 60.s•••
SD 16.26 17.72 14.28 15.05 16.65 15.39 
Self- M 21.5 3 1 .2 36.7 36.6 38.3 39.8 6s.2••• 
determination SD 16.60 14.63 14.24 14.05 13.53 15.72 
Social M 21.8 28.6 34.5 34.3 36.3 37.2 42.4••• 
emotional SD 14.61 15.29 15.21 14.13 14.19 12.59 
wellbeing 
Residential M 14.3 30.7 30.9 3 1 .5 32.4 32.4 ss2.1••• 
wellbeing SD 3.76 3.30 3.86 3.62 3.28 3.15 
General M 4.6 1 1 .4 13.1 1 1 .6 1 1 .3 10.2 l l0.2•u 
SD 2.22 3.15 2.99 3 . 13  3.54 3.39 
Total M 133.1 225.0 258.4 270.3 276.9 289.5 352.4••• 
SD 54.92 58.67 59.78 5 1 .02 49.99 48.04 
'dffor Material wellbeing 1,87 due to missing data 
•p < .OS ••p < .01 ••• p < .001
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Trend analysis of the overall result revealed a significant positive linear trend 
increase, F(l ,  92) = 166.42,p < .001 ,  indicating aspects of their life changed over time 
and a significant quadratic trend, F(l ,  92) = 28.07,p < .001 ,  indicating these positive 
changes were beginning to plateau. Significant positive linear and quadratic trends were 
reported for the domains of Material Wellbeing, F(l,  87) = 1016.9,p < .001 and 24.2,p < 
.001 ;  Community Access, F(l ,  92) = 410.2, p < .001 and 1 54.9, p < .001 ;  Self­
determination, F(l,  92) = 142.5, p < .001 and 45.9,p < .001 ;  Social/Emotional Wellbeing, 
F(l ,  92) = 1 3 1 .7, p < .001 and 27.2, p < .00 1 ;  Residential Wellbeing, F(l ,  92) = 901.4,p 
< .001 and 624.4,p < .001 and General factors, F(l ,  92) = 75.2, p < .001 and 333 .6,p < 
.001 .  
Physical wellbeing showed significant negative linear and quadratic trends F(l ,  92) = 
23.38, p < .001 ; and 8.55,p < .01 ,  indicating that in terms of medical visits residents were 
making fewer trips to the doctor whereas, at Challinor, every person had three monthly 
medical appointments whether they were required or not. Reduced medical appointments 
and medication, and fewer accidents could also be an indicator of improved health but this 
would require further investigation. Even a reduction in medical visits is evidence for a 
more normalised lifestyle in the community as citizens without intellectual disability do 
not visit the doctor on a regular three monthly schedule unless they are ill or require 
regular review for a health condition. 
Residents had more personal possessions; increased variety, frequency, and 
opportunity for accessing the community; increased self-determination; increased contact 
with family and friends; and improved residential circumstances. The only area that has 
shown a decrease over time in the community was physical wellbeing involving doctor, 
dentist, general health, and medication. 
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Changes by Age and Level of Intellectual Disability 
Adaptive Behaviour 
A repeated measures MANOV A was carried out on the data to determine changes 
by age and level of intellectual disability. Participants were divided into three age 
groups-20-39 years, 40-59 years, and 60+ years- and two groups according to level of 
intellectual disability. Only two levels of intellectual disability were used to ensure 
adequate representation in each cell and these were mild/moderate and severe/profound. 
Significant results were found for level of intellectual disability, F(l ,  87) = 3 .99,p < 
.01 ,  but not for age on the adaptive scores for ABS Part I. These changes are shown in 
Table 7.5 and Figure 7. 1 .  
Table 7.5 F Values for Adaptive Behavior Scale Part I by Level of lntellectual Disability 
and Age 
Level X Time Trend Analysis Change 
effect Challinor/24mth 
df F F F 
Mild/moderate intellectual 
disability (N = 38) 
20-39 years (1 1) 1 , 10 .66 .04 .95 
40-59 years (10) 1 ,9 1 .30 .43 .87 
60+ years (17) 1 ,16 1 .56 .95 1 .43 
Severe/profound intellectual 
disability (N=55) 
20-39 years (24) 1 ,23 7.63*** 21 .45*** 19.21 *** 
40-59 years (26) 1 ,25 7. 10*** 25.22*** 21 .34*** 
Linear trend 
8.02**  
Quadratic trend 
60+ years ( 5) 1 ,4 4.62** 8.45* 8.61 * 
Quadratic trend 
*p < .05 **p < .01 ••• p < .001 
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Challinor 1 month 6months 1 2months 1 8months 24months 
Time 
• Mild/moderate 20-39 years • Mild/moderate 40-59 years
• Mild/moderate 60+ years - - + - - Severe/profound 20-39 years
- '" -• - - Severe/profound 40-59 years - - -A- - - Severe/profound 60+ years 
Figure 7.1 Adaptive Behavior Scale Part I scores by age and level of 
intellectual disability 
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For participants with mild/moderate intellectual disability, some changes occurred 
over time but, after 24 months of community living, adaptive behaviour was not 
significantly different from the levels shown at Challinor for any age group for the total 
score or for individual domains of ABS Part I. See Table 6. All age groups showed some 
increase in adaptive skills, usually in the initial assessment times, but a decrease in scores 
to levels lower than the Challinor levels at 24 months, reflected a loss or lack of use of 
some skills for both the 40-59 and 60+ age groups. 
Participants with severe/profound levels of intellectual disability showed a positive 
linear trend, F(l ,  87) = 8. 1 1 ,p < .01, and after 24 months all ages had significant increases 
in adaptive skills. Changes in ABS Part I total scores from Challinor to 24 months were 
significant for 20-39 years, F(l,  24) = 19.21 ,p <.0001 ;  40-59 years F(l ,  28) = 21 .34,p < 
.001 ;  and 60+ years F(l ,  4) = 8.61 ,p < .05. Results for individual ABS domains are shown 
in Table 7 .6. Increases in adaptive skills were shown in all domains except Language 
Development and Numbers and Time. Even the 60+ age group had significant increases in 
half of the ABS domains. 
ABS Part II results had no significant differences for either age or level. Figure 7 .2 
shows fluctuations over time but after 24 months there were no significant differences. 
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Table 7.6 Fvalues for Adaptive Behavior Scale Part I Domains from Challinor to 24 
Months by Level of Intellectual Disability and Age 
Mild/moderate intellectual Severe/profound intellectual 
disability disability 
Domains 20-39 yrs 40-59 yrs 60+ yrs 20-39 yrs 40-59 yrs 60+ yrs N= 12 N= lO N= 19 N= 25 N = 29 N= S 
df= 1 , 1 1 df= 1,9 df= 1 , 18  df= 1,24 df= 1 ,28 df= 1,4
Independent Functioning .76 2.87 3.82 .65 5.81* .56 
Physical Development 4.66 .00 4.09 5.14* 1 .40 .01 
Economic Activity 2.48 2.92 .42 24.23*** 8.29**  15.0* 
Language Development 2.78 .60 .34 3.47 3.33 5.01 
Numbers and Time .67 . 10 .00 .04 3.93 2.03 
Domestic Activity .60 4.40 .09 6. 13* 13.57** 5.27 
Prevocational/V ocational 2.3 1 . 19 1 .52 .59 9.8 1  ** 2.63 
Self-Direction 1 .80 .75 1 .03 14.82*** 1 .23 8.09* 
Responsibility 8.03* .01 . 17 10.91 ** 10.02** 8.96* 
Socialization 1 .88 1 .08 1 .33 32.52*** 14.21 ** 32.73** 
ABS Part I Total .95 .87 1 .43 19.21 *** 21 .34*** 8.61 * 
*p < .05 **p < .01 *** p < .001 
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Challinor 1 month 6months 1 2months 1 8months 24months 
Time 
• Mild/moderate 20-39 years • Mild/moderate 40-59 years
A Mild/moderate 60+ years - - + - - Severe/profound 20-39 years
- - -• - - Severe/profound 40-59 years - - -6.- - - Severe/profound 60+ years 
Figure 7.2 Adaptive Behavior Scale Part II scores by age and level of 
intellectual disability 
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Choice-making 
For choice-making significant differences were found for age, F(2, 87) = 2.02,p < 
.05, and level, F{2, 87) = 2.61 , p  < .05, with an overall monotonic linear trend, F(l ,  87) = 
5.69,p < .05. Over time the amount of choice-making (as measured on the RCAS) 
increased for all participants. The youngest group with severe/profound intellectual 
disability had the lowest amount of choice-making, and after 24 months of community 
living, all age groups were only making half of the possible every-day choices for 
themselves. Participants with mild/moderate intellectual disability increased from just 
over 3.5 to about 5 for all age groups and severe/profound increased from between 2 and 
2.4 to around 3 .5 after 24 months. While there was a positive linear trend for choice­
making there was also a quadratic trend indicating that choice-making was beginning to 
plateau for some age groups and levels. See Figure 7.3 and Table 7.7 for results. 
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Challinor 1 month 6months 1 2months 1 8months 24months 
Time 
• Mild/moderate 20-39 years
'6 Mild/moderate 60+ years 
• Mild/moderate 40-59 years
- - + - - Severe/profound 20-39 years 
- - • - - Severe/profound 40-59 years - - -It.- - - Severe/profound 60+ years 
Figure 7.3 Resident Choice Assessment Scale scores by age and level 
of intellectual disability 
Chapter 7 1 1 5 
Table 7.7 Resident Choice Assessment Scale Results by Level of Intellectual Disability 
and Age 
Level x Time Trend analysis Change 
effect Challinor/24mth 
df F F F 
Mild/moderate intellectual 
disability (N=38) 
20--39 years (1 1 ) 1 , 10  3.02* 6. 1 8* 7. 16*
Linear trend 
40--59 years (10) 1,9 14.3 1 *** 25.72* *  38.28*** 
Linear trend 
12.37* *  
Quadratic trend 
60+ years (17) 1 , 16 5.4** 5.73* 7.03* 
Linear trend 
6.41 * 
Quadratic trend 
Severe/profound intellectual 
disability (N=55) 
20--39 years (24) 1 ,23 24.83*** 1 17.59* * *  85.72*** 
Linear trend 
40--59 years (26) 1 ,25 1 8.9*** 77.6 1 *** 61 .20*** 
Linear trend 
1 0.61 * *  
Quadratic trend 
6o+ years (5) 1 ,4 7.47*** 71 .43* *  1 0.70* 
Quadratic trend 
*p < .05 **p < .01 *** p < .001
Objective Life Quality 
Scores on the LCQ showed significant differences by level, F(l ,  87) = 4.38, p < .01, 
which reflected a monotonic linear trend, F(l ,  87) = 13 .25, p < .001 . Participants with
severe/profound levels of intellectual disability had lower scores on the LCQ indicating their 
objective quality of life was not as high as the participants with mild/moderate intellectual 
Chapter ? 1 16 
disability. Even though LCQ scores for both levels increased significantly and with a linear 
trend, those with more severe levels of intellectual disability increased to a lesser degree (see 
Figure 7.4). 
Summary 
Results from analyses by age and level of intellectual disability on adaptive 
behaviour, choice-making, and objective life quality indicated few differences by age but 
significant differences by level of intellectual disability. Those with the most severe 
intellectual disability had lower overall scores even though they had the largest increases 
in adaptive behaviour over time (possibly because there was the greatest room for 
improvement), but increases in choice-making and objective life quality were not as great 
as for those participants with mild/moderate intellectual disability. So, relocation from the 
institution as measured by either adaptive behaviour, choice-making, or objective quality 
of life had some benefits for all age groups and levels of intellectual disability. 
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Challinor 1 month 6months 1 2months 1 8months 24months 
Time 
• Mild/moderate 20-39 years • Mild/moderate 40-59 years
• Mild/moderate 60+ years - - + - - Severe/profound 20-39 years
- - • - - Severe/profound 40-59 years - - -• - - Severe/profound 60+ years
Figure 7.4 Life Circumstances Questionnaire scores by age and level 
of intellectual disability 
Chapter 7 1 1 8 
Matched Group 
From the population of 104, 3 1  groups were matched post hoc according to age, 
gender, level of intellectual disability, other disabilities (e.g., confined to wheelchair, non­
verbal communication), and behaviour issues (e.g., by nature and severity). Two groups 
were formed. One remained in Challinor for an extended period after the initial 
assessments were conducted and members of the second were relocated into the 
community within six months of the assessment. It is recognised that this post hoc 
matching does not overcome the accidental location of residents in the two groups as the 
criterion for the community group occurred beyond the control of the investigator. 
Both groups were initially assessed within months of each other according to a 
schedule prepared by the transition team responsible for planning and managing the 
relocation of residents from Challinor Centre to a community residence. The first follow­
up assessment (in this analysis called Time 2 assessment) occurred after the same time 
interval members of each matched pair had been living in Challinor or in the community. 
Time 3 measures were taken after all participants had been living in the community for 
two years although these assessments were not at the same point in time. Matched pairs 
represented each age level and mild, moderate, and severe/profound intellectual disability. 
Slightly over 70% of the second comparison assessments occurred when one of the pair 
had been living in the community for between 12 and 18  months. As all participants in the 
matched pairs moved into the community at some point, their assessment scores at 24 
months post relocation were also recorded. Results were as follows. 
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Adaptive Behaviour 
Multivariate analysis of variance with repeated measures was conducted on ABS 
Part I. There was a statistically significant difference in total adaptive behaviour scores at 
Time 2 for the community and Challinor groups, F{l ,  60) = 7.46, p < .01 ,  but there was 
no statistically significant result, F{l ,  60) = 2.54,p > .05, when comparing the Challinor 
and Community groups at Time 3 (i.e., after both groups had been living in the 
community for 24 months). The community location resulted in increased adaptive 
behaviour whereas the institution did not facilitate acquisition of adaptive behaviour in 
the same time period. The change in mean total scores is shown in Figure 7 .5.  From Time 
1 to Time 2 the Community group increased while the Challinor group remained stable. In 
the change from Time 2 to Time 3 the Challinor group increased in adaptive skills at the 
same rate (although to a higher skill level as they had more skills to begin with). Between 
Time 2 and Time 3 assessment the Community group declined slightly in skills and it 
remains to be verified by further data collection to see if this pattern will be replicated in 
the Challinor group. Results for each domain of ABS Part I over the three time intervals 
are presented in Table 7.8. 
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Table 7.8 Adaptive Behavior Scale Part I Changes in Domain Mean Scores Over Time 
by Matched Group 
Group 1 Group 2 
Community Challinor 
Domains Time 1 Time 2 Time 1 Time 2 F •  Time3 
(Maximum score) (df= 1 , 92) Group 1 Group 2 
Independent M 41 .90 4S.3 49.20 so.so .49 42.3 S4.0 
functioning (1 19) SD 24.92 23.9S 29.37 28.23 21 .69 27.80 
Physical M lS.4 16.1 17.3 17.0 3.02 lS.6 16.S
development (24) SD S.12 4.S3 s.so S.46 4.88 S.48 
Economic M 1 .9 3.2 2.7 2.S 9.63° 2.8 4.0 
activity (2S) SD 2.17 3.3 1 2.97 2.74 2.77 3.27 
Language M 1 1 .8 13.3 12.7 14.S .6S 13 .S 16.1 
development SD 9.39 8.70 9.2S 9.08 9.4S 9.13 
Numbers/rime (14) M 1 .4 1 .9 2.4 1 .9 S.91* 1 .8 2.S
SD 2.S8 2.9S 3.34 2.62 2.89 3.08 
Domestic M 3.1 6.0 s.o s.s 6.01 * S.68 7.7 
activity (23) SD 4.S8 6.14 S.22 S.8S S.9S 6.38 
PrevocationaV M 1 .8 3.2 2.S 2.0 1.0•• 2.4 3 .8 
Vocational (1 1) SD 3.03 3.7 3.6 3 .17 3.42 3.48 
Self-direction (23) M 8.3 9.S 9. 1 7.8 3.63 9.3 10.S 
SD 6.24 6.22 6.I S 6.32 S .14 S.80 
Responsibility (10) M 2.2 4.0 3.0 3.3 7.27** 3.3 4.0 
SD 2.56 2.94 3.23 3.08 2.82 2.90 
Socialisation (26) M 10.9 13.7 10.S 1 1 .1  3.S4 13.8 13.8 
SD S.13 4.79 S.S9 S.8S 4.S1 3.68 
ABS Part I Total M 98.6 1 16.2 l lS.3 1 16.2 7.46** 1 10.4 133.1  
(3 18) SD S1.66 S6.19 66.08 62.28 S0.1 61 . 16  
*p < .OS ••p < .01
8Time x Group 
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Figure 7 .6 illustrates graphically percentage changes in adaptive behaviour scores 
from Time 1 to Time 2. With 23 of the 3 1  pairs, the community group either had 
increased scores over their match or else their decreases in scores were not as great as 
their match. Increases of more than 10% for the ABS were recorded for eight of the 
community group and only 2 of the Challinor group. Those participants relocated to the 
community at Time 2 had significantly better outcomes. 
There were no statistically significant differences between the community and 
Challinor groups for Part II of the ABS at any time interval. The overall maladaptive 
score and scores by domain did not change significantly over time for either group. 
Results for each domain of ABS Part II over the three time intervals are presented in 
Table 7.9. 
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Figure 7.6 Percentage change in ABS Part I by matched pairs 
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Table 7.9 Adaptive Behavior Scale Part II Changes in Domain Mean Scores Over Time 
by Matched Group 
Group 1 Group 2 
Community Challinor 
Domains Time 1 Time 2 Time 1 Time 2 F• TimeJ 
(df= 1, 92) Group 1 Group 2 
Social behavior M 12.0 1 1 .8 21 .0 16.4 1 .90 12.6 16.8 
SD 1 1 .66 9.98 15.61 14.44 1 1 .09 10.89 
Conformity M 7.9 6.9 13.0 1 1 .94 .00 7.5 10.2 
SD 7.89 6.68 9.94 10.59 6.27 8.50 
Trustworthiness M 6.8 4.9 10.9 9.9 .26 4.6 6.9 
SD 7.22 4.66 9.87 10.92 3.91 6.03 
Stereotyped/hyper- M 10.5 10.7 14.8 1 1 .9 1 .64 12. l 14.8 
active behavior SD 8.8 6.9 10.13 9.05 8.98 10. 19  
Sexual behavior M 4.2 2.9 6.1 5.1  .12 3.1 3.9 
SD 3.77 3.04 5.80 6.25 3.40 3.56 
Self-abuse M 6.7 5.5 8.4 6.3 .35 5.9 4.9 
SD 6.35 4.82 6.37 4.52 4.93 4.26 
Social engagement M 7.9 8.0 9.2 8.9 .09 7.7 6.8 
SD 4.95 4.97 6.34 5.73 5.74 4.90 
Disturbing inter- M 6.5 7.1 1 1 .77 9.9 1 .57 7.6 10.2 
personal behavior SD 6.88 5.90 9.99 9.30 7.59 8.49 
ABS Part II Total M 62.5 58. 95. 1  8 1 .4 1 .26 61 . 1  75.8 
SD 41 .30 34.40 50.28 46.00 36.42 40.98 
"Group x Time 
Choice-making 
There was a statistically significant difference in RCAS choice-making scores for the 
community and Challinor groups, F{l ,  60) = 41 .33,p < .001 . Community residents 
increased their amount of choice-making for everyday activities from a mean of 2.8 choices 
at Challinor to 4.0 in the community. For the same period, the residents who remained living 
at Challinor maintained approximately the same level of choice-making from a mean of3 .4 
to 3 .2. The change in mean scores for the matched groups is shown in Figure 7.7. 
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Objective Life Quality 
There was a statistically significant difference in LCQ objective life quality for the 
community and Challinor groups, F{l ,  60) = 125.08,p < .001 .  Community residents 
increased the amount of objective life quality from a mean of 126.7 at Challinor to a mean 
of277. 1 in the community. For the same time, mean scores for the Challinor group went 
from 1 16. 8 to 1 5 1 .7. Even though life circumstances increased for both groups the 
community group increased substantially and significantly more. Because all Challinor 
residents were being prepared for the transition between institution and community there 
was increased opportunity for community access and a freeing up of the traditional 
institutional way of life. Statistically significant results are recorded for each of the 
domains of the LCQ. Group differences are shown in Figure 7.8 and results for each 
domain of the LCQ are presented in Table 7. 10. 
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Table 7.10 Life Circumstances Questionnaire Changes in Mean Domain Scores Over 
Time by Matched Group 
Group 1 Group 2 
Community Challinor 
Domains Time 1 Time 2 Time I Time 2 F Time� 
(df= l ,  92) Group I Group 2 
Material wellbeing• M 9.2 30.0 10.2 14.2 24.3*** 41 .8 33.2 
SD 2.77 7.21 3.49 4.27 7.26 4.97 
Physical wellbeing M 16.7 14.8 15.1 17.7 14.9*** 15.6 15.5 
SD 3.85 3.38 2.85 2.97 3.52 3 .83 
Community access M 28.4 66.8 25.l 3 1 .2 82.2••• 67.5 68.9 
SD 1 1 .54 19.07 13.36 12.6 16.00 16.75 
Routines M 16.5 45.5 19.6 19.3 42.5*** 46.6 44.7 
SD 17.90 19.26 18.25 20.42 14.79 20.32 
Self-determination M 16.3 36.l 20.l 24.2 3 1 .2••• 36.9 40.9 
SD 13.99 14.04 15.27 16.95 13.85 18.95 
Social emotional M 20.2 35.4 18.5 22.6 12.1••• 35.6 36.2 
wellbeing SD 14.53 14.78 12.08 15.36 14.45 12.01 
Residential M 14.9 31 .9 13.6 14.8 136.9*** 32.9 32.5 
wellbeing SD 5.18 3.72 3.69 2.64 3.17 2.95 
General life M 4.3 12.3 2.2 4.9 39.4*** 10.2 9.9 
SD 1 .88 3.48 1 .62 2.71 3.21  3.61 
LCQ TOTAL M 123.2 271 .7 1 14.1 144.9 125.1 ••• 287.0 279.0 
SD 54.39 53. 17 53.88 50.9 44.28 76.02 
••• p < .001 
•dffor Material wellbeing 1, 32 due to missing data 
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Life Routines 
There was a significant difference between the Challinor and Community group in 
number and variety of life routines (Table 7. 1 1). Members of the community group had a 
significantly higher mean number of life routines per month (13) compared with the 
Challinor group (nearly 5). The greatest change for the Community group was an increase 
in the number of regular structured recreation and leisure activities per month from a 
mean of2.8 at Time 1 to 6.8 at Time 2. This reflects the provision of 15  hours a week of 
staffmg for specified community access activities. Increased life routines provided 
opportunity for the acquisition of adaptive skills. There was no significant difference 
between groups in opportunities for education or employment routines. The reason for 
increased scores over time for the Challinor group reflected residents' preparation for 
relocation which involved greater participation in regular outings and routines. 
Participation in domestic activities (e.g., grocery shopping, washing/drying dishes, 
laundry, cleaning) were readily available to community residents as all members of a 
household were responsible for domestic tasks. Residents in the community group had 
increased opportunities for participation in domestic tasks as well as actually participating 
in these tasks. There were statistically significant results for opportunity and actuality 
which are shown in Table 7. 12. The community group had opportunity to participate in 
domestic tasks nearly 80% of the time they were available while the Challinor group had 
opportunities for just over 33% of this time. Results for actual participation showed even 
greater discrepancies with the community group actually participating in domestic chores 
nearly 50 % of the time there were opportunities while the Challinor group actually 
participated for only 14% of the time there were opportunities. 
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Table 7.11 Changes in Mean Number of Life Routines Per Month by Matched Group 
Group 1 Group 2 
Community Challinor 
Type of Life Routine Time 1 Time 2 Time 1 Time 2 F Iime3 
(df= I ,  92) Group 1 Group 2 
Domestic routines M .8 3.3 .5 1 .4 10.23 .. 3.8 4.4 
SD 1 . 19 2.73 1 . 12 1 .80 2.58 2.82 
Recreation/Leisure M 2.8 6.5 1 . 1  2.9 10.1 1 .. 6.9 7.3 
SD 1 .74 2.54 1 . 19  1 .47 2.63 2.78 
Education/ M .07 .2 . 1  .3 .06 .36 .23 
Employment SD .25 .62 .56 .68 .80 .76 
Personal Develop- M .9 2.2 . 1  .5 6.5* 1 .8 1 .8 
ment/Health SD 1 . 15  1 .23 .30 .96 1 .3 1 .3 
Total Routines M 4.6 12.5 2.1 5.3 18.79*** 12.8 13.6 
SD 3.30 5.01 2.46 3.17 3 .49 4.92 
*p < .05 ••p < .01 •••p < .001 
Table 7.12 Changes in Mean Scores for Participation Opportunities in Domestic Tasks 
Over Time by Matched Group 
Group 1 Group 2 
Community Challinor 
Participation in Time 1 Time 2 Time 1 Time 2 F Time 3 
Domestic Tasks (df= 1 ,  92) Group 1 Group 2 
Opportunity for M 1 1 .4 29.1 9.9 13.6 21 .89*** 30.7 25.8 
participation SD 12.10 7.66 9.74 1 1 .20 1.56 10.88 
Actual M 5.0 16.5 6.5 5.3 37.86*** 15.9 19.0 
participation SD 7.43 10.78 8.43 5.92 10.66 10.96 
•••p < .001 
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Community Access 
Members of the Community group had a significantly greater frequency and variety 
of opportunities for access to the community than those who remained at Challinor over 
the same time (Table 7. 13). The most notable change was in increased opportunities for 
community access for domestic, recreation, and personal development and health related 
activities. There were no statistically significant differences by group in the number of 
times a person used the community for unstructured leisure activities such as going for 
walks in the park or drives. When the relocated group used the community it was to 
participate in structured activities, such as formal recreation where there were 
opportunities for acquisition of adaptive skills. 
Table 7.13 Changes in Reason for Community Access over Time by Matched Group 
Group 1 Group 2 
Community Challinor 
Type for Accessing Time 1 Time 2 Time 1 Time 2 F Time3 
Community (df= 1 ,  92) Group 1 Group 2 
Domestic M .7 2.6 .5 .6 9 1 .52*** 2.5 2.5 
SD .44 .81 .57 .62 .77 0.68 
Formal M .8 2.3 .6 1 .2 4.22* 2.3 2.6 
SD 1 .07 1 .79 1 .06 1 . 17  1 .68 1 .59 
Informal M .9 1 . 1  .68 1 .0 .58 1 . 1  1 .0 
SD .43 .54 .48 .55 0.5 1 0.45 
Eating M .6 1 .0 .5 .6 4.12* 1 .0 0.94 
SD .so .26 .51 .50 .32 0.36 
Health M .2 1 .2 . 1  .2 32.3*** 1 . 16  1 .35 
SD .4 1 .05 .43 .45 1 . 10 1 .33 
Total M 3.3 8.1 2.4 3.5 34.37*** 8.0 8.3 
SD 1 .92 2.88 2.14 2.16  2 . 18  2.61 
*p < .05 •••p < .001 
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Achievements 
When residents were living in the institution there were either few opportunities for 
individual achievement or staff ailed to notice achievements. However, after relocation 
into the community, a significant increase in achievements occurred, F(l ,  60) = 34.82,p < 
.001 ,  from a mean of around 1 at Challinor to a mean of between 4 and 6 at Time 2 
(Community group) and Time 3 (Community and Challinor groups). These achievements 
usually involved improvements in adaptive behaviour such as domestic and leisure skills, 
social skills, and communication, as well as decreased maladaptive behaviour. 
Social Networks 
Friendship contact with family, friends, and staff changed over time in the 
community. At Time 2 there was a statistically significant difference in social networks, 
F(l ,  60) = 21 .29, p < .001 .  The number of social networks increased from one (usually 
staff) to three (co-tennant, staff, and family) after 24 months of community living for both 
groups. An examination of the raw data showed that community living fostered increased 
and regular family contact and co-tennants were regarded by staff as friends. In a number 
of cases neighbours or others in the community (e.g., shopkeepers, taxi drivers) were 
regarded as friends and, if residents made new friends it was usually with another person 
with an intellectual disability. There was no evidence of friendship networks extending to 
beyond people without intellectual disability indicating limited inclusion in the 
community. 
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Case Studies 
Case studies will now be presented that describe the outcome of community living 
for four adults - Susan, Keith, Lorna, and Grant - who lived at Challinor for most of 
their lives. They encompass a range of ages, levels of intellectual disability, and added 
disabilities such as mobility or visual impairments, and names have been changed to 
protect their identity. The case studies present a variety of outcomes and highlight areas of 
community living which either foster or hinder individual development They are written 
from the author's perspective to reflect the personal circumstances of the residents and the 
people selected have been chosen to highlight variety and different outcomes arising from 
deinstitutionalisation. 
Susan 
Susan is a diminutive 32-year-old woman with severe intellectual disability. She has 
no speech and limited mobility as well as severe behavior problems involving a self­
injurious stereotype. Whenever I saw her at Challinor she was dressed in King Gee cut-off 
overalls with large vinyl patches sewn across the seat. Her hair was short and appeared 
dull and matted. She looked at me through squinted eyes and her face was dirty from
constant drooling and sucking of her hands. 
Time was spent sitting on the floor, engaged in a bizarre stereotype that involved 
touching other people (usually a resident), throwing herself in the.sitting position 
backwards, pulling her overall strap, licking her hand, squealing and head banging onto 
her knee. These behaviours were repeated for hours or, if there was no one to touch, she 
would just bang her head onto her knee repeatedly. This resulted in a permanent egg 
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shaped bump on her forehead which often bled. Susan was a pitiful sight and most people 
kept their distance because she had a vice-like grip and would twist and wring your skin. I 
was warned by staff to keep away from her and, after the first occasion when she grabbed 
and twisted, I too also avoided physical contact. 
After six months in a community house with three other ladies with severe 
disabilities, Susan was difficult to recognise. Her hair was shiny and had grown longer so 
that it was now wavy and looked well groomed. Instead of peering through squinted eyes, 
they were wide open and twinkled. Her face and skin were clean and the bump on her 
forehead from headbanging was noticeably less pronounced. She looked alert, showed 
interest in her surroundings, and there were few instances of the bizarre stereotypic 
routine. Perhaps the most dramatic change was Susan's breast development and the 
commencement of menstruation. She was also starting to walk more regularly using a 
walking frame although, at this stage, it only involved weight bearing and leaning forward 
to make the walker move. 
Adaptive Behaviour 
After two years of community living Susan's adaptive behavior (as measured by the 
ABS Part I total score) increased from 45 to 67, with modest improvements in most 
domains. For example, at mealtimes she now sits at a table covered by a tablecloth or 
placemats and with the other residents instead of eating in isolation. She eats meals neatly 
and with appropriate manners, instead of throwing food or taking it from other residents' 
plates. At Challinor, as tablecloths were not used in Susan's area, she would be draped in 
a sheet to protect her clothes from spillage or else be fed, and she was usually seated in 
isolation at a small table facing a bare wall). 
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Maladaptive behaviour measured by ABS Part II decreased from 1 16 at Challinor to 
a score of 60 after 24 months with the main change being a reduction in stereotyped and 
self-abusive behaviour involving head banging. Over time, as Susan was provided with 
structure in her life including more recreational activities, (e.g., horse-riding and bocce ), 
leisure activities (e.g., a swinging chair and radio which she accesses independently), and 
daily routines (e.g., regular community access) she no longer finds it necessary for 
constant self-stimulation through stereotypic routines. 
Choice-ma/dng 
Susan's choice-making also increased from a mean of 2.3 at Challinor to 3.9 after 
24 months. This means she has changed from making everyday choices on 33% of 
occasions to having input into the time she gets out of bed, meal selection, and 
recreational activities a little over 50% of the time. There is no input into domestic or 
routine household tasks. And as there was no score for Domestic Activity as measured by 
the ABS, it would appear that Susan is not being offered these choices. 
Life Circumstances 
It is significant, however, that objective life quality (as measured by LCQ) increased 
from 87 to 287 over the 24 months. Susan has more possessions (e.g., her own radio, 
riding uniform, books, photograph albums, and manipulative puzzles instead of only 
clothes), regular and varied community access, daily routines (involving self-care, 
recreation, leisure, and personal development), and social/emotional well-being (a 
network of friends and social contacts) which have all increased consistently over the time 
out of the institution. Physical well-being as measured by number of medications, visits to 
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medical and dental services has remained stable over the time. Residential well-being has 
also improved, but has not been without some negative features. 
Susan lives in a modem, well-appointed home, with her own bedroom (she 
previously shared a dormitory with five other residents), indoor and outdoor activity 
areas, and in an area with accessible parks, shops, and public transport. However, this is 
her second home in the community since leaving Challinor. The first duplex residence 
was in a new public housing estate where the blocks of land were small. Residences were 
set back one metre from the boundary, and with the Queensland climate, doors and 
windows were always left open. As more houses were built in the area, and neighbours 
moved in, complaints were lodged with the service provider and government department 
about the noise (nonverbal vocalisations) Susan and her co-tennants made. Air 
conditioning was installed to enable doors and windows to stay closed. But further 
complaints followed, and the service was forced to relocate Susan and her co-tenants into 
a new residence - a larger, more spacious home, on a large block of land in a middle 
class suburb. This set-back seems to have had no negative effect on Susan's development. 
She acquired new skills and adaptive behaviours despite the presence of neighbours who 
were not supportive of her lifestyle. 
Another aspect of objective life quality is Life Routines which have increased from 
5 to 13 .  Every week Susan's community access involves hydrotherapy, riding for the 
disabled, contact with her sister who also has an intellectual disability, going to the bank 
and supermarket, having lunch out, and walking or driving outings. She has also been on 
a holiday to Byron Bay. At Challinor her only weekly routines were an art class, and 
communication skills session with the speech therapist at the residence. After two years of 
living in the community with low direct care staff turnover, including the same person 
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who completed each assessment, Susan's lifestyle is more similar to adults without an 
intellectual disability than when she lived at Challinor. 
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Much of Susan's improved behaviour and skills can be attributed to her attentive 
and caring staff who are interested in doing what they can to improve Susan's life. For 
example, they believe that it was inappropriate to drag her off the floor and onto her 
walker, so they provided a velcro lifting belt which made it easier for them to lift her but 
was also more comfortable for Susan. Staff at Challinor lifted her by the overall braces. 
On one occasion, I witnessed an interaction that reflected the positive way in which Susan 
was treated. A member of staff asked her to come over so her fingernails could be 
trimmed. She then cut the nails while interacting socially. When the staff member had 
finished, she went to a cupboard, took out a container of marshmallows, and handed two 
to Susan saying "Thank you for sitting so quietly while I cut your nails." Most 
interactions between Susan and staff were individualised and social, and not just for the 
purposes of direct care. 
Table 7 .14 provides a summary of changes that have taken place in Susan's life 
over 24 months of community living. There have been major positive changes in the ABS 
Part II and objective life quality, and more modest changes in adaptive behaviour and 
choice-making. Except for participation in domestic routines and household organisation, 
it is evident that her lifestyle is moving toward one that others of a similar chronological 
age but without a disability might experience. The achievements at the end of the table are 
remarkable. 
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Table 7.14 Changes in Susan's Life from the Institution to 24 Months of Community 
Living 
Aspect 
Adaptive Behavior 
Scale Part I 
Independent Functioning 
Physical development 
Economic Activity 
Language Development 
Numbers and Time 
Domestic Activity 
PrevocationalN ocational 
Self-Direction 
Responsibility 
Socialization 
Adaptive Behavior 
Scale Part II 
Social Behavior 
Conformity 
Trustworthiness 
Stereotyped/Hyperactive 
Sexual Behavior 
Self-Abusive Behavior 
Social Engagement 
Disturbing Interpersonal 
Choice-making 
(RCAS) 
Objective life quality 
(LCQ) 
Material Wellbeing 
Physical Wellbeing 
Community Access 
Routines 
Self-Determination 
Social/Emotional 
Residential Wellbeing 
General Life 
Challinor 
Total score = 45 
Domain scores and ratings 
15 Poor 
13 Average 
0 Below average 
6 Very poor 
0 Below average 
O Poor 
0 Very poor 
8 Average 
O Poor 
3 Poor 
Total score = 1 16 
Domain scores and ratings 
18 Average 
14 Average 
22 Below average 
34 Very poor 
15 Very poor 
1 1  Poor 
· 0 Above average 
2 Average 
Mean score = 2.2 
Total score = 87 
Domain scores 
12 
19 
23 
3 
2 
5 
19  
4 
l4 Months 
Total score = 67 
Domain scores and ratings 
19 Poor 
15 Average 
2 Below average 
7 Poor• 
0 Below average 
O Poor 
O Very poor 
7 Below averaget 
3 Below average• 
14 Average• 
• Increase tDecrease 
Total score = 30 
Domain scores and ratings 
1 Above average• 
4 Average 
0 Average• 
14 Average• 
1 Average• 
1 Average• 
9 Below averaget 
0 Above average• 
• Decrease t Increase 
Mean score = 3.9 
Total score = 287 
Domain scores 
5 1 *  
1 9  
75* 
36* 
25* 
33* 
36* 
12• 
*Increase 
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Appearance 
Physical aspects 
Community access 
(monthly) 
Recreation (weekly) 
Homebased leisure 
Domestic activity 
Life routines 
Achievements 
Social networks 
Dressed inappropriately. Dull matted 
hair. Squinting. Bump on forehead. 
Sucking fingers, drooling. 
Stereotypic rocking and head 
banging. 
Spent time on floor. Underweight. 
Incontinence aids. 
N= 2. Recreation (1) Leisure (1) 
Art class. 
Nil. TV always on in area. 
Nil 
N= S 
N = 1 Taking herself to bed. 
Nil 
1 39 
Dressed in age appropriate clothes. 
Well groomed. Bright eyes. No bump 
on forehead. Alert and interested in 
surroundings. Limited stereotypic 
behaviour when not engaged. 
Uses a walking frame. Breast 
development. Weight gain. Onset of 
menstruation. Toilet regulated. 
N = 8. Domestic (2) Recreation (3) 
Leisure (1) Eating out (1) 
Personal development (1) 
Horse riding for Disabled. 
Hydrotherapy. Picnic. Markets. Bocce. 
Disco (Disabled). 
Lunch out. 
Listens to music. Operates own radio. 
TV Nideos. Walking around house 
with walker. Sensory room. Swing 
chair. Walk with staff in 
neighbourhood. Exercise balls. 
Grocery shopping. Banking. 
N= 13 
N=13. For example, riding in Gold 
Coast Show and Australia Day 
Festivals - won ribbons. Proficiency 
award for riding. Walking using 
walking frame. Interacting 
appropriately and socially when in 
public. Waits quietly in queues. 
Operates own radio - switches on/off. 
Pushing wheelchair trolley in 
supermarket. 
N = 4. Sibling, staff, ex-Challinor co­
tennant, friend with disability. 
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Keith 
Keith is a 54-year-old with moderate intellectual disability and cerebral palsy who 
lives with another, previously unfamiliar, Challinor resident with severe/profound 
disabilities. He is confined to a wheelchair which he manoeuvres with great skill, and is 
able to move himself in and out of it for personal care tasks and for transferring to other 
seats. He has no speech but is able to communicate using a communication board or by 
gestures and vocalisations that staff understand. He has a core of staff who have been with 
him since the relocation. 
When he was at Challinor he would sit in his wheelchair, usually wearing a large
bib made from an old towel that was smeared with the remains of the last meal or saliva. 
He was never seen to be actively engaged in any task other than a weekly visit into the 
community for a couple of hours. He would sit and watch staff and seemed to crave their 
attention or social interaction, that he only received for direct care purposes (the most 
common verbal interaction seemed to be: "Go away Keith"). When I greeted him and 
stopped for a chat he would get excited at the attention and would then follow me around 
for the rest of the time I was visiting his residence, often grabbing at me and not letting 
go. Staff would tell him to go away and he would sit outside the office door, watching 
with a rather forlorn look on his face. 
Keith has been living in the community for 24 months and now appears to be in 
control of his life. When I rang the doorbell on my last visit he wheeled himself quickly to 
the door to see who was there. He opened the door and gestured for me to put my handbag 
in the staff bedroom (this is where all visitors, usually staff, place their bags). I handed 
him the cake I had brought for morning tea and he put it on a bench in the kitchen while 
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staff offered verbal prompts but otherwise stood back and let Keith do the task. We went 
outside to complete the assessment and Keith was invited to join us. He sat listening to us 
talk about his community access and was invited to participate. After a while he lost 
interest and wheeled himself inside the house. 
Adaptive Behaviour 
In the time Keith has been living in the community he has developed or increased 
many adaptive skills related to self-care tasks. The greatest change has been in 
participation in regular Domestic Activity (e.g., cleaning the house, dishes, cooking), 
improved Self-Direction (e.g., for outings he independently packs a bag containing 
drinking mug, non-slip mat, adapted straw, protective clothes cover, hat, and ifhe is going 
swimming bathers, towel, and life jacket) and Socialization (e.g., interacting socially and 
appropriately - he shook my hand when I arrived at the house and then let go). 
Keith actively participates in the domestic chores around the house. He is 
responsible for, and chooses to do, the vacuuming which has progressed from cleaning the 
open areas to cleaning in all the comers and even the sliding door tracks, without 
prompting from staff. Staff have adapted equipment and taught him to wash the outside of 
the mini bus which is done with a broom and bucket of water. Initially Keith needed 
constant supervision and assistance but now he completes the task independently with 
occasional prompts for parts he has missed. 
Scores for the ABS Part II have also increased which shows problem and 
challenging behaviours are at a higher level than when he was at Challinor. However, the 
areas which have increased most are Conformity, and Stereotyped and Hyperactive 
Behaviour. These increases may be explained by staff who are more diligent and notice 
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Keith's behaviour in the small, quiet residence, and lack of conformity could be 
interpreted as Keith asserting himself and making his own decisions/choices, albeit 
inappropriate actions which staff interpret as him not complying with their requests. In the 
times I visited the house he did not appear to exhibit any challenging behaviour and was 
compliant for staff. 
Choice-making 
Choice-making has increased from a mean of 3 .3 at Challinor to S .S (78% of 
choices) in the community. He is now making everyday choices for himself, especially for 
tasks where he is free to exercise control. For example, staff put containers of tea, coffee, 
and milo on the bench for him to choose a drink, the fruit bowl is easily accessible, and 
Keith goes to the fridge or pantry whenever he chooses. However, some options still have 
much staff input (e.g., choice of meal or mealtimes because of consideration for the needs 
of his co-tennant). Keith is in control of his life and he decides his bedtime, participation 
in domestic chores or meal preparation, and which recreation activities to pursue. 
The direct care staff treat Keith with dignity and allow him scope to control his own 
life, for example, he has to request staff shave him and it does not automatically occur as 
part of the personal care routine. The only aspects of his life over which he exerts limited 
control are related to duty of care issues as staff decide medical appointments and other 
health or financial decisions. 
Life Circumstances 
Objective life quality has shown large increases especially for Community Access, 
Routines, Social/Emotional Wellbeing, and Residential Wellbeing. Keith lives in a new 
three bedroom house in an older suburb where the kitchen and bathroom have been 
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designed to accommodate his wheelchair. Unfortunately, the clothesline is not at an 
appropriate level so Keith is not able to participate in this domestic chore. As most 
neighbours are retirees there is always someone walking past the front gate ready to stop 
for a quick chat. Life for Keith involves decisions, choices, and days filled with activity, 
from community access for household management and recreation, leisure (playing music 
on his own CD player), to time spent productively in the day to day running and 
organisation of domestic tasks in his house (vacuuming, putting garbage out, and 
collecting mail). 
Keith accesses the community for varied activities including recreation (e.g., 
leatherwork, fishing), domestic chores (e.g., grocery shopping, bill paying, and banking), 
and social interactions with friends. Achievements reflect increases in adaptive skills 
especially domestic skills, communication, and independence. He now has a community 
access routine three days a week and on the other days when he stays home there are 
structured cooking, craft, or gardening activities. 
Another area of his life which has changed with the move to the community is 
growth in his network of friends. At Challinor he lived with more than 20 other people so 
there were always acquaintances around him but staff did not consider any of them to be 
his friend. In the community, Keith has more friends as rated by staff. Staff have fostered 
a friendship with another, previously unfamiliar but in the same service, ex-Challinor 
resident who lives locally. At this stage interaction is arranged by staff and there has only 
been regular contact in the last few months. Keith is friendly with neighbours in his street 
(most are retired people who provide regular positive social interaction and visits for 
afternoon tea) and a shopkeeper is also considered a friend (he visits Keith at home). 
Keith's social network has broadened to include people outside the field of disability, 
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although staff seem to be more active in promoting social interactions with other adults 
with intellectual disability. 
Keith had no contact with his family during the time he lived at Challinor. A card 
was sent to his family the first Christmas he was living in the community with the 
telephone number of his house should they wish to make contact. However, no contact 
has ever been made. 
Many of Keith's behaviours have changed as a result of positive, explicit, and 
planned staff input. He now understands that not everyone who comes to the house is 
going to take him out and understands the concept of visitor and behaves accordingly. In 
the early days of community living he would throw a tantrum or grab at people and not let 
go if he did not get his own way. He had an attraction to females and would often touch 
inappropriately, but these days, if he touches inappropriately, a request to stop is all that is 
required. On outings in the community he no longer draws attention to himself by 
shouting at everyone, grabbing strangers, and touching females. Staff have worked at this 
and have helped Keith control his behaviour by teaching him appropriate social 
interactions and by modifying their behaviour. All female staff who work at the house 
know to keep their legs covered and wear slacks or long dresses to work. Staff have 
modified their behaviour, as it is their responsibility to accommodate him, not vice versa. 
Table 7 . 15  provides a summary of changes that have taken place over 24 months 
of community living. There have been major positive changes in ABS Part I, objective 
life quality, and choice-making. Participation in domestic routines and household 
organisation, and numerous community access opportunities for recreation and social 
activities is evidence of a more normalised lifestyle, similar to others of the same 
chronological age but without a disability. 
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Table 7.15 Changes in Keith's Life from the Institution to 24 Months of Community 
Living 
Aspect 
Adaptive Behavior 
Scale Part I 
Independent Functioning 
Physical development 
Economic Activity 
Language Development 
Numbers and Time 
Domestic Activity 
PrevocationalN ocational 
Self-Direction 
Responsibility 
Socialization 
Adaptive Behavior 
Scale Part II 
Social Behavior 
Conformity 
Trustworthiness 
Stereotyped/Hyperactive 
Sexual Behavior 
Self-Abusive Behavior 
Social Engagement 
Disturbing Interpersonal 
Choice-making 
(RCAS) 
Objective life quality 
(LCQ) 
Material Wellbeing 
Physical Wellbeing 
Community Access 
Routines 
Self-Determination 
Social/Emotional 
Residential Wellbeing 
General Life 
Appearance 
Challinor 
Total score = 1 12 
Domain scores and ratings 
53 Average 
10 Below average 
3 Average 
12 Below average 
2 Average 
O Poor 
0 Very poor 
13 Average 
7 Average 
12 Average 
Total score = 33 
Domain scores and ratings 
13 Average 
0 Above average 
2 Average 
4 Average 
1 Average 
2 Average 
3 Average 
8 Average 
Mean score = 3.3 
Total score = 122 
Domain scores 
6 
20 
18  
13  
28 
16  
15 
6 
Dressed in track pants and T shirt, 
socks, no shoes, dirty bib. Often 
unshaven. 
24 Months 
Total score = 1 37 
Domain scores and ratings 
5 1  Average 
12 Average• 
3 Below averaget 
9 Below average 
0 Below averaget 
lO Average• 
9 Average• 
19  Above average• 
9 Above average• 
15  Average 
• Increase tDecrease 
Total score = 53 
Domain scores and ratings 
21 Below averaget 
4 Averaget 
2 Average 
lO Average 
4 Below averaget 
5 Below averaget 
2 Average 
5 Average 
• Decrease t Increase 
Mean score = 5.5 
Total score = 342 
Domain scores 
46* 
22 
91*  
64* 
43• 
28* 
37• 
1 1 • 
*Increase
Smartly dressed in age appropriate 
clothes (e.g., tailored shorts/trousers, 
shoes and socks). Clean shaven, face 
clean. 
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Physical aspects 
Community access 
(monthly) 
Recreation (weekly) 
Homebased leisure 
Domestic activity 
Life routines 
Achievements 
Social networks 
Lorna 
Spent day in wheelchair. Inactive, 
inattentive. 
N= 2. Domestic (1) Leisure (1) 
Bus outings. Visit Ipswich. 
Nil. TV on all day. 
Nil 
N= 8. 
Nil 
N= 2. Challinor, staff 
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Bright, alert, interested in what's going 
on around him. Very active and 
interactive. Uses communication board. 
N = 1 1 . Domestic (3) Recreation (6) 
Leisure (1) Eating out (1) 
Leisure Club - leatherwork, singalong. 
Fishing. Picnic. Train trip. 
Bushwalking. Swimming. Ten-pin 
bowling. Visit friends. Lunch out. 
Watch TV- sport, car racing. Cooking. 
Craft. Gardening. Music. Interact with 
neighbours. 
Vacuum floors. Dust. Hose paths. 
Wash bus. Make cakes. Pushes laundry 
trolley to clothesline. Collects mail. 
Meal preparation - gets food out. 
Banking, grocery shopping and bill 
paying. 
N= 21  
N = S. Domestic cleaning skills. 
Washing bus. Packs his bag for outings 
- collects 6 items. Domestic routines 
(e.g., empty kitchen tidy, garbage bin 
out). Social skills in community. Uses 
wheelchair trolley for shopping. 
Making choices. 
N =  4. Ex-Challinor, friend without 
disability, neighbour, staff. 
Loma is a 70-year-old woman with moderate intellectual disability who lived at 
Challinor for over 60 years. In the community she shares a new, modem duplex with a 
friend from Challinor and there are two other elderly ex-Challinor friends in the adjoining 
duplex. When Loma first moved into a home in the community she exhibited institutional 
and regimented behaviour. She was hesitant to show initiative or take responsibility for 
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any of the day-to-day domestic issues, and would sit back waiting to be told what to do 
and then oblige. 1his is reflected by statements such as "We've had our cup of tea" when 
asked by staff if she would like a second cup of tea or at times which were not designated 
tea times. She was reluctant to go to the fridge or pantry and help herself and had no 
concept of the house belonging to her or the fact that she had control over aspects of her 
life. She would speak when spoken to and usually to answer a question rather than 
participate in a conversation. Choices and decision-making were not a part of her 
behavioural repertoire, having been instutionalised for most of her life. It was this 
knowledge of only institutional life which resulted in her choosing vinyl for the 
floorcovering of her bedroom because that was all that was used at Challinor. Her 
reluctance to do things for herself gave the impression she was incapable of being 
independent. 
Adaptive Behaviour 
Scores on the ABS for Parts I and II showed that Loma had many adaptive skills 
and was rated above average for most behaviours. However, she was very 
institutionalised, lacked independence, and social behaviours. After 24 months of 
community living she does most household chores for herself, except meal preparation 
and grocery shopping, and gives the impression that she is just an elderly lady rather than 
a person with intellectual disability. Her non-participation in some tasks, such as grocery 
shopping, are due to her age, as staff find that this task is too strenuous for her. 
Choice-making 
When asked about life at Challinor, Loma said "I never want to be in that place 
again. We can choose what we want to eat or when to go to bed," pointing around her 
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house. Staff have also commented she takes responsibility and values the concept of "her 
house." Choice-making in the institution was at a relatively high level (70%) but it has 
still increased (89%) in the community showing Loma makes most choices for herself. 
Staff still have input into duty of care issues such as doctor visits. 
Life Circumstances 
Improved social skills, increased communication, and changed lifestyle show that 
after two years in the community Loma' s routines are more representative of an older 
lady without an intellectual disability. She has regular recreation and leisure activities 
including participating in an exercise class, attending a drop-in centre, the local Elderly 
Citizens' Club for a social sing-a-long, and a church-run activity and craft group for older 
people, as well as church once a week. All of the community access activities involve 
socialising with similarly aged people but without an intellectual disability. Loma is truly 
included as she attends no activity which is specifically designed for adults with an 
intellectual disability. Her behaviour is seen as being similar to and as accceptable as that 
of other older adults. She has a valued social role as perceived by others around her and 
therefore is accepted for herself. 
The staff at Lorna's house are positive and enthusiastic about Loma and her 
lifestyle and give the impression they are working as a team for the benefit of the ladies in 
the house. It is not just a job but rather there is real interest in the residents as individuals. 
Loma reacts to this in a similar positive way. For example, in the institution when it was 
afternoon teatime she would say "Tea" to the staff. However, now it is an appropriate 
social interaction, such as, "I'd like a cup of tea please." Tea will then be served from a 
teapot into a cup and saucer (not plastic mug) with food on a plate and a napkin. It is a 
Chapter ? 149 
meaningful routine, rather than an activity carried out in minimal time (at Challinor I have 
witnessed afternoon tea handed out to 20 people and packed up again within about 5 
minutes). Direct care staff are just as interested in the process or ritual of afternoon tea as 
they are in the outcome of supplying an afternoon snack. Loma helps make the tea, sets 
out the crockery, and afterwards, washes the tea dishes and tidies the kitchen. The 
afternoon tea process takes 30 to 40 minutes, provides some meaningful routine and 
structure to her life, and avoids undirected time. 
Table 7 . 16  provides a summary of changes that have taken place over 24 months 
of community living. There have been few changes in the ABS Part I and II as Lorna 
already had many skills. Objective life quality has improved dramatically with regular life 
routines and community access, and modest changes in choice-making reflect a more 
normalised lifestyle similar to other elderly citizens, without intellectual disability, in the 
community. 
Table 7.16 Changes in Lorna's Life from the Institution to 24 Months of Community 
Living 
Aspect 
Adaptive Behavior 
Scale Part I 
Independent Functioning 
Physical development 
Economic Activity 
Language Development 
Numbers and Time 
Domestic Activity 
PrevocationaVV ocational 
Self-Direction 
Responsibility 
Socialization 
Challinor 
Total score = 189 
Domain scores and ratings 
80 Average 
1 1  Average 
3 Below average 
18  Average 
6 Average 
1 S Above average 
S Average 
18 Average 
10 Above average 
23 Above average 
24 Months 
Total score = 229 
Domain scores and ratings 
94 Above average• 
15 Average 
S Average• 
30 Average 
9 Average 
14 Above average 
9 Average 
21 Above average• 
10 Above average 
22 Above average 
• Increase tDecrease 
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Adaptive Behavior 
Scale Part II 
Social Behavior 
Conformity 
Trustworthiness 
Stereotyped/Hyperactive 
Sexual Behavior 
Self-Abusive Behavior 
Social Engagement 
Disturbing Interpersonal 
Choice-making 
(RCAS) 
Objective life quality 
(LCQ) 
Material Wellbeing 
Physical Wellbeing 
Community Access 
Routines 
Self-Determination 
Social/Emotional 
Residential Wellbeing 
General Life 
Appearance 
Physical aspects 
Community access 
(monthly) 
Recreation (weekly) 
Homebased leisure 
Domestic activity 
Life routines 
Achievements 
Social networks 
Total score = 16 
Domain scores and ratings 
3 Above average 
0 Above average 
O Average 
4 Average 
0 Average 
4 Average 
S Average 
0 Above average 
Mean score = 4.9 
Total score = 1 17 
Domain scores 
9 
22 
22 
16 
49 
23 
22 
4 
Dressed age-appropriately. Always 
wore a pinafore apron. 
Nil 
N = 2. Domestic (1) Leisure (1) 
Shopping. Park. 
TV/videos. 
Opens loungeroom windows. 
Makes own bed. Sorts laundry. 
N= S 
Nil 
N = 3 (Challinor residents, friend 
without disability). 
Total score = 1 1  
Domain scores and ratings 
1 Above average 
0 Above average 
O Average 
3 Average 
O Average 
3 Average 
4 Average 
O Above average 
* Decrease t Increase 
Mean score = 6.2 
Total score = 323 
Domain scores 
40* 
21  
81*  
SS* 
S9* 
28 
32* 
7 
*Increase
Dressed age appropriately, including 
jewelry. 
Nil 
N= 9. Domestic (3) Recreation (3) 
Eating out (1) 
Personal development (2) 
1 50 
Exercise class. Elderly Citizen's Club ­
sociaVcraft. RSL- Singalong. Church. 
Exercise program. TV/videos. Visits 
neighbours. 
Dishes. Sets table. Washing. Makes 
bed. Makes morning/afternoon tea. 
N= IS  
Improved social skills. Participation in 
social groups. More assertive. Decision 
making. Attends church independently. 
N =  3 (ex-Challinor, friend without 
disability, staff). 
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Grant 
Grant is 53 years old with severe intellectual disability, visual impairment, no verbal 
communication, and lived in institutional care at Challinor all his life. At Challinor he 
would spend his days standing in the doorway to the outdoor area rocking from side to 
side and making a continuous stereotypic vocalisation. He would frequently urinate where 
he was standing and staff would leave him in these wet clothes, even to eat his meal. He 
would only be changed at scheduled toileting after meals or at bathtime. There was 
limited interaction from staff, (mainly for direct care activities) and staff would physically 
direct him with limited verbal or social interaction, while he also avoided contact with 
other residents. Any attempt at social interaction on my behalf was ignored as Grant 
seemed to be in his own world. During my visits to his area in the institution he was 
always barefoot, even in winter (early morning temperatures would be around freezing 
and he would be standing on a concrete floor). The only community access and routine to 
his life, apart from eating, toileting after his three meals, bathing, and sleeping, was a 
fortnightly visit to a park and a monthly outing to a cafe with activity staff. All medical 
and dental services were carried out at the institution. 
After two years of living in the community life has certainly changed for Grant. He 
moved into a house with two other men, who were previously unfamiliar. It is a modem, 
comfortable home on a large block of land in an outer suburb of Brisbane where most 
community facilities, such as a shops, can only be accessed by car. Grant is no longer in 
his own little world but is alert, interested, and socially interacting with staff, residents, 
and people in the community. Initially, he was very withdrawn and staff familiarity was 
not instant but, after 24 months, he reacts to my greeting by letting me shake his hand 
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while he smiles and laughs. He seems very happy, enjoys my interaction, and I heard him 
laugh for the first time. 
Adaptive Behaviour 
Scores on the ABS Part I have shown little change over the 24 months of 
community living and results are summarised in Table 7 . 17. Many skills, especially in 
Independent Functioning, show that Grant is not using skills in his behavioural repertoire 
because staff are always there to assist (e.g., he used a spoon and fork at Challinor, 
whereas he now only uses a spoon with considerable spilling as staff often feed him, and 
he could dress with assistance and undress himself independently whereas he now co­
operates for staff as they dress and undress him. Staff interact for direct care and tend to 
be overly attentive for assistance rather than encouraging self-help from Grant. An 
exception, however, is Socialization which has increased significantly over time so that 
Grant now interacts with people instead of being withdrawn. Maladaptive behaviours 
have increased from 79 to 121 ,  with the largest gains for Stereotyped and Hyperactive 
Behavior, and Self-abusive Behavior. These are significantly higher than the levels at 
Challinor. 
Choice-making 
Choice-making has only increased slightly from a mean of2.3 to 3 .0. Grant is only 
having limited input into choices for everyday living with most decisions, except 
recreation choices, being made by staff, and he is making choices for only 42% of 
occasions. For example, rather than being asked "What would you like to drink?" and 
being given a selection, staff just make a drink and give it to Grant saying "Here's a 
drink." Similarly, when it is time for bathing staff say "It is time for a shower Grant," 
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rather than "Would you like a shower?" Tasks seem to be done by staff for him rather 
than by him with staff assistance, when necessary. Staff assume assistance is always 
necessary and yet it is often inappropriate. 
Life Circumstances 
1 53 
Objective quality of life has increased to a lesser degree than for most other 
participants from 1 19 to 195 (group LCQ range is 1 85-380, and Glyn has the second lowest 
score at 24 months). Material Wellbeing (e.g., possessions), Community Access (daily, but 
limited structure and variety as it is the same outing every day), and Residential Wellbeing 
(e.g., his own bedroom) have all increased, while Routines has decreased indicating there is 
less structure and routine in his life than before. Grant has more possessions as most items 
in the residential area at Challinor were communal property, whereas he now has objects 
which belong to him (e.g., Lego, wading pool, bumble ball), although most possessions are 
either household objects or toys (which some people may consider to be age-inappropriate). 
While his standard of living is superior to the life he had at Challinor, staff are inadvertently 
running a "hotel" type of service. Grant is less independent than when living at Challinor 
and is doing less for himself. Even though there is regular community access it has little 
structure so opportunities for acquisition of new skills do not arise. Most people do not have 
staff to do everything for them or have community access which involves going out to lunch 
every day. Similarly, while toys have been provided, staff input as to their use is required 
and Grant has not been encouraged to develop independent skills regarding their use. 
The rise in stereotyped and self-abusive behaviour may indicate boredom in that 
Grant is not doing enough for himself and there is not enough structure to his life. He is a 
physically capable man but staff are not facilitating or offering opportunities for Grant to 
grow and develop. Interactions are programmed in to staff directives and do not occur 
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naturally as part of regular social contact so many learning or development opportunities 
are not capitalised. Staff seem to do things for him, not with him or in partnership with 
him. 
Grant lives in a style that is representative of the rest of society, (comfortable, 
homely accommodation in an ordinary suburb), but it is not providing enough 
opportunities for experiences which are normalising. While life has certainly improved 
greatly, and he has been given limited individual rights, there has been no concurrent 
expectation or realisation by staff of responsibility on his behalf. He is not being an 
active participant in many aspects of his life. 
Table 7.17 Changes in Grant's Life from the Institution to 24 Months of Community 
Living 
Aspect 
Adaptive Behavior Scale 
Part I 
Independent Functioning 
Physical development 
Economic Activity 
Language Development 
Numbers and Time 
Domestic Activity 
PrevocationaWocational 
Self-Direction 
Responsibility 
Socialization 
Adaptive Behavior Scale 
Part n 
Social Behavior 
Conformity 
Trustworthiness 
Stereotyped/Hyperactive 
Sexual Behavior 
Self-Abusive Behavior 
Social Engagement 
Disturbing Interpersonal 
Challinor 
Total score = 59 
Domain scores and ratings 
29 Below average 
15 Above average 
1 Very poor 
5 Poor 
0 Below average 
O Poor 
0 Very poor 
4 Poor 
O Poor 
5Poor 
Total score = 79 
Domain scores and ratings 
27 Below average 
6 Average 
6 Average 
13 Average 
5 Below average 
1 1  Poor 
Below average 
1 Average 
24 Months 
Total score = 63 
Domain scores and ratings 
21  Poort 
13 Averaget 
2Very poor 
8 Poor 
0 Below average 
O Poor 
O Poor 
4 Poor 
2 Below average* 
13 Average* 
* Increase tDecrease 
Total score = 121 
Domain scores and ratings 
14 Averaget 
15 Average 
6 Average 
34 Very poort 
7 Poor t 
20 Very poor t 
12 Below average 
13 Below average t 
* Decrease t Increase 
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Choice-making 
(RCAS) 
Objective life quality (LCQ) 
Material Wellbeing 
Physical Wellbeing 
Community Access 
Routines 
Self-Determination 
Social/Emotional 
Residential Wellbeing 
General Life 
Appearance 
Physical aspects 
Community access 
(monthly) 
Recreation (weekly) 
Homebased leisure 
Domestic activity 
Life routines 
Achievements 
Social networks 
Mean score = 2.3 
Total score = 1 19 
Domain scores 
8 
16 
26 
23 
16 
8 
17 
5 
Dressed in pull-up shorts and t 
shirt. Bare feet. Often left in 
urinated clothes. 
Stands in one place. 
Stereotypic vocalisation, 
shaking head, and rocking side 
to side. No reaction to people. 
A voids physical contact. 
N= 2. Leisure (1) Eating out 
(1) 
Park. 
Nil 
Nil 
N= 4 
N = 2 Personal, self control 
N = 1 (Staff). 
Mean score = 3.0 
Total score = 195 
Domain scores 
36* 
14 
55• 
14t 
14 
17* 
30* 
15* 
*Increase t Decrease 
Smartly dressed in age-appropriate 
clothes. 
Animated, relaxed facial expression. 
Laughs and smiles. Initiated taking 
my hand when I said hello - used to 
avoid any physical contact. No 
stereotypic vocalisation. 
N= 1. Domestic (3) Recreation (1) 
Leisure (1) Eating out (1) 
Personal development (1) 
Massage. Walk on beach. Lunch out 
Social interaction with staff (e.g., 
clapping, tactile manipulation). 
Banking. Grocery shopping. 
N= 9 
N = 7. Increased trust. Wanders 
around house - doesn't stand still. 
Physical contact from staff and at 
massage. Tries new things (e.g., 
hammock). More independent. 
Walking to letterbox independently. 
N = 2 (Friend with disability, staff). 
1 55 
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Conclusion 
The four case studies have shown life changes after relocation from the institution, 
especially in objective life quality with the acquisition of material possessions, regular 
community access, routines, growth in friendship and social networks, and improved 
residential circumstances. Choice-making has also increased to a limited degree. Susan 
and Keith have increased adaptive behaviour and developed new skills, while Lorna has 
social inclusion in her local community. Grant has improved socially but has not 
developed new adaptive skills and maladaptive behaviour has increased even though 
outwardly he gives the appearance of a happy and content man. All four people were 
relocated under the same guidelines of person centred planning and with equivalent 
financial packages and service requirements, and yet the outcomes are not uniform. 
Relocation into community houses does not always lead to positive outcomes for all 
individuals, especially in adaptive behaviour and choice-making and Chapter 8 will 
discuss suggested reasons for these different outcomes. 
Summary 
Chapter 7 has presented a series of results outlining the effects of relocation from an 
institution to community living. Firstly, the overall total group results showed adaptive 
behaviour, choice-making, and objective life quality increased for all participants, while 
maladaptive behaviour remained stable over 24 months of community living. Secondly, 
results analysing differences by age and level of intellectual disability showed there were 
no age differences indicating relocation is beneficial to both younger and older adults for 
all areas assessed. But there were differences by level of intellectual disability as adults 
with severe/profound disability increased adaptive behaviour, while those with 
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mild/moderate disability did not increase in this area and yet they increased more in level 
of choice-making and objective life quality. Finally, the case studies describe life and skill 
changes that have occurred for individuals. Chapter 8 will now discuss possible 
explanations for changes that have occurred during the 24 months of community living. 
CHAPTER S 
DISCUSSION 
Introduction 
Adults from 21 to 83 years, with a range of intellectual disability were followed over 
five years as the institution in which they had lived for many years was progressively 
closed. All residents were relocated into homes in the community under the auspices of a 
person-centred plan (PCP) and the changes in their lives were monitored in a repeated 
measures study. The study focussed on four aspects of change - adaptive behaviour, 
maladaptive behaviour, choice-making, and objective life quality - to determine if 
relocation from an institution affected their lifestyle in the community. The discussion that 
follows outlines the significant findings, limitations inherent in a longitudinal study, 
implications for practice, and recommendations for future research on issues related to 
residential care and services for persons with intellectual disability. 
Significance of the Research 
The research described in this thesis highlights changes that have taken place as a 
result of government policy, especially when it is associated with family, public, and media 
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protestations for and against the decision. The success of the relocation program, in terms of 
the measures obtained, has justified government decisions to close the institution and 
change the model of service delivery. The collection of repeated measures of adaptive and 
maladaptive behaviour, choice-making, and objective life quality provided evidence of the 
usefulness of data based evaluations over time as residents have been shown to have more 
active and participatory lives in the community. The residents now lead lives that are more 
similar to those of people without intellectual disability. The most significant findings from 
this study was the increased levels of adaptive behaviour, choice-making, and objective life 
quality, and stable levels of maladaptive behavior over 24 months of community living for 
the 104 residents. However, all areas assessed showed individual outcome variability over 
time. An overview of key results follows. 
Adaptive behaviour increased, but with individual variability and it is yet to be 
determined whether the improvements in adaptive behaviour can be maintained over five or 
10 years. However, the outcome of this research shows initial increases which, after two 
years, are beginning to plateau in some areas. This suggests that a lifestyle in the 
community based on the principle of normalisation and person-centred planning - as 
opposed to an institutional environment that involves block treatment and rigidity of routine 
- requires more than just relocation to maintain and enhance adaptive behaviour. The 
plateauing of skills after 24 months might be indicative of a prolonged honeymoon period 
where there is a loss of interest by both residents and staff in joint participation in activities 
of daily living such as meal preparation or housekeeping. As well as an increased 
recognition of individual rights experienced in the community and because staff allow 
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residents to make most daily choices from a known set of limited options, there is often no 
concomitant increase in an individual's responsibility to perform tasks or for staff to 
encourage or facilitate participation in activities. Staff seem to find it easier and quicker to 
do things for the residents without expecting them to participate. 
Residents' maladaptive behaviour remained at a relatively stable level as measured by 
the ABS, however, there was a change in the nature of problem behaviours. Most residents 
had little experience with community living and a lack of opportunity to make choices and 
decisions, act independently, extreme dependence on carers, plus a range of socially 
unacceptable behaviours had to be dealt with within the community settings. The separate 
domains of the ABS Part II show that physical and verbal aggression reduced over time 
while other maladaptive behaviours, such as lack of conformity, increased. These results 
could be interpreted as residents making their own choices and decisions, albeit 
inappropriate ones. Stereotypic and self-abusive behaviours did not change so it is not the 
actual residential location and reduced resident numbers that appear to be influential, and 
the case study of Susan in the previous chapter illustrates the changes that can occur when 
appropriate structured activity and input is provided. Hence, the group total score remains at 
the institutional level even though the nature and degree of maladaptive behaviour has 
changed. However, the fact that maladaptive behaviour declined significantly at the first 
assessment and then returned to the Challinor levels suggests it was possible to decrease the 
occurrence of these behaviours and further examination is required to determine why 
improvements were not maintained. 
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Choice-making was significantly greater for most people in the community with 
residents making an average of 61 % of everyday choices (e.g., when to get out of bed, when 
to take a shower). However, there were differences associated with level of intellectual 
disability. Adults with mild/moderate levels of intellectual disability recorded significantly 
more everyday choices while those with severe/profound disability, especially the younger 
members of the group, were making choices just 50% of the time, even after 24 months of 
community living. Choice-making was also beginning to plateau toward the end of the 
study which could have been due to either staff familiarity with residents or inability by 
staff to facilitate greater choice-making due to their lack of own developmental training 
skills. Factors associated with provision of opportunities for choice and duty of care 
responsibilities of staff in group homes may have also been influential factors. 
Objective life quality (community access, routines, possessions, social networks, and 
living conditions) improved for all participants regardless of location, service provider, age, 
or level of intellectual disability. The ex-Challinor residents now live in modem, brick, 
freestanding, public housing, typical of the surrounding neighbourhood in outer suburban 
areas, and with more favourable staff:resident ratios than in the institution. Meal times are 
flexible and times for rising or going to bed are determined by residents. Each household is 
responsible for house management. There are 15  hours of funded individual day activities 
per week for each person although there is variability in the degree of structure, and all 
involve access to the local community, age-appropriate activities, and recreation. Through 
improved objective quality of life (mean score increased from 133 in the institution to 289 
after 24 months, although the maximum score is given as 530+) the principles of 
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normalisation are being addressed to a greater degree than when individuals were living in 
the institution. 
The adoption of person-centred plans (PCPs), in most cases, results in staff who are 
working for the benefit of the resident and individuals are valued as people. Differences in 
the amount of structure and provision of opportunities for learning and development, and 
plateauing of improvements (e.g., life routines, community access) suggests it is not simply 
a matter of increasing quantity, but there must also be a concomitant increase in quality 
services and interactions. This is directly related to the degree of support and structure 
received from staff and will be discussed more fully in the section on research implications. 
Potential Limitations of the Research 
The limitations of the research will be discussed now under three headings: (a) 
participant characteristics, (b) problems associated with longitudinal research, and ( c) other 
methodological issues. 
Participant Characteristics 
The decision to close the institution was made by the government of the day and, in 
the early days, the people who initially moved into the community had families actively 
advocating for relocation. Those who moved last had the most severe maladaptive 
behaviours or medical complications and were the most difficult to place. However, the 
large sample and cross-section of ages and level of intellectual disability - including a 
range of challenging behaviours - suggest that the results are robust and there can be 
confidence expressed that these results reflect changes that could apply to 
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deinstitutionalisation processes and residents with similar characteristics in other Australian 
contexts. The results obtained reflect real (i.e., what happens when government policy and 
bureaucratic decisions affect the process of deinstitutionalisation) rather than artifactual 
(i.e., experimental) change (Eastwood & Fisher, 1988). The research documented the 
changes of a total population of people relocated into community houses on a government 
directive and this is a substantial strength of the research. 
As all residents were followed over the course of several years, the influence of 
government and bureaucratic indecision about the closure of the Challinor Centre that 
occurred during 1995-1998 was minimised. There could, however, be no experimental 
matching with a group of non-movers as the decision had been made to close the institution 
and so all residents had to be relocated. An attempt to control for this was made by using a 
matched group of movers and non-movers (people who had not yet moved and were still 
living in the institution) during the transition process to compare the effects of relocation 
within a prescribed period. 
Longitudinal Research 
Another problem confronted by the investigation was the period over which the 
relocation and follow-up occurred (5 years), and the impact of bureaucratic decisions on the 
research timetable. From the time the decision was made to close the institution in 1 994 
there were numerous changes in government (3) and a succession of ministers (5, and 2 
caretaker) responsible for the portfolio that administered the Challinor Centre. Every time a 
change occurred, the relocation schedule and the research timetable was amended and, at 
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one stage, deinstitutionalisation was suspended for nine months during which the 
government of the day sought to make a decision about continuing the process toward the 
closure of the institution. These disruptions were upsetting for both staff and residents alike 
and provide evidence of the problems that can be experienced by longitudinal researchers. 
Other Methodological Issues 
Data collection procedures may also have been problematic. Proxy respondents 
provided data rather than drawing information from direct observation and assessment of 
residents. The advantages and disadvantages of proxy respondents have already been 
outlined, however, precautions were taken to maintain uniformity of data. This involved the 
same researcher collecting and scoring data and, wherever possible, the same staff being 
interviewed at each follow-up point. If staff were no longer available then a replacement 
was selected in consultation with service personnel but they had to be involved in direct 
care activities and have worked with the resident for at least six months. Follow-up 
assessments were also completed within a strict timeframe so that accurate comparisons 
could be made. Inter-rater reliability assessments suggest staff changes were not a problem. 
The range of disability levels was another minor complicating factor in this study. 
People with mild intellectual disability generally score at a high level on the Adaptive 
Behavior Scale (Nihira, Leland, & Lambert, 1993) suggesting a ceiling effect while the 
opposite occurred for people with severe and profound intellectual disability whose scores 
clustered at the lower end of the scale. Regression to the mean and selection-instrumentation 
invalidity may occur when people of varying intellectual disability score at different mean 
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positions on a test. However, as the ABS Part I has a possible total score of 3 18, and a group 
mean of 1 19 was achieved, it appears that there was scope for increases in adaptive scores 
for most participants and few reached a ceiling in any domain. The highest total score for 
any person was 24 7 so there was opportunity for acquisition of new skills and behaviours. 
Variability between levels of intellectual disability may be better explained by staff factors 
and skill development opportunities, except for domains where there was a ceiling effect. 
The way in which community living support was provided may have affected the 
outcome of this study. For example, some services employed ex-institution staff (due to the 
limited number of available, experienced, community stafl) who were either not skilled or 
interested in a person-centred approach to service provision and perpetuated an institutional 
culture of treatment in the community homes. Other staff behaved like servants and gave in 
to the whim of residents regardless of appropriateness. Some of the participants may have 
been affected by or benefited more from the relocation and this could have also inflated the 
error variance. One way to control for this is to have a homogeneous group of participants 
and proxy respondents. But this was not possible in a naturalistic setting. However, the 
statistical procedures used to analyse the quantitative data appear to be sufficiently powerful 
to detect change and, as statistical validity was not violated, confidence can be placed in the 
results. 
Subjective life quality was not addressed for reasons outlined in Chapter 2, so there 
was no formally collected information to indicate whether those relocated actually enjoyed 
or saw benefit in their new lifestyle. From a personal perspective, most residents appeared 
happy, aware, and interested in their surroundings, and had a twinkle in their eye - features 
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that were not obvious during the four years of baseline data collection at Challinor. 
Evaluation of PCPs was also not addressed by this research. 
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It was assumed that person-centred planning occurred, however, there was no formal 
evaluation of individual plans as this was beyond the scope of the current project. Holburn, 
Jacobson, Vietze, Schwartz, and Serson (2000) highlighted the importance of assessing the 
integrity of PCPs as there is often the tendency for support teams and service providers to 
promote the initial stages of PCP but then fail to follow-up with implementation necessary 
to allow realisation of individual aspirations. Lack of implementation could have been 
responsible for the variations in results between individuals or the plateauing of some 
results over time. 
The strengths of the present research are several. First, the study had a longitudinal 
focus. Second, objective and standardised data were collected before the move and at 
regular intervals following relocation. And third, all participants served as their own control 
so that comparisons could be made within resident. These features appear to have overcome 
the major limitations of the research design. 
Implications of the Research 
The research has implications for practice and the provision of residential services for 
adults with intellectual disability. These will be discussed in terms of implications arising 
from changes in adaptive and maladaptive behaviour, choice-making, objective life quality, 
and for issues related to service provision and future directions for staff development. 
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Adaptive Behaviour 
While adaptive behaviour increased over 24 months for most participants the results 
were by no means uniform. Results by level of intellectual disability give an indication of 
where differences occur. For example, adults with mild/moderate levels of intellectual 
disability had few gains in adaptive skills while those of the oldest age group declined, 
although levelling off in improvements in the oldest group may have been due to the 
increasing presence of physical disability or loss of skills in a naturally age-related process. 
Adults with mild/moderate intellectual disability made the smallest gains and this was 
especially true for the younger members of the group even though there was scope for 
improvement or increase in adaptive skills. This did not always occur, however, and is an 
issue that needs to be addressed by service providers. 
Lack of adaptive skill acquisition may have been due to expectation from staff 
members that relocation into a community lifestyle would be all that was required to foster 
resident development. Staff were neither aware of the need for, nor did they have the skills 
to teach new skills related to independent functioning and domestic activities. It appeared 
that it was often the unwitting modeling of social skills that made the most significant 
impact on residents. More complex skills (such as dressing) required a more advanced level 
of teaching expertise, and did not change. 
The case studies illustrate differential outcomes for individuals even though they had 
all been relocated under the guidelines of person-centred planning. Increases in adaptive 
behaviour occurred in houses where staff were actively involved in teaching, facilitating 
acquisition of skills, providing opportunities for participation, and behaved proactively in 
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fostering learning and individual development. Many staff did not often demonstrate skills 
or knowledge of explicit teaching (Westwood, 1997), or operated their house under a hotel 
model which meant that no responsibility or obligation was placed on some residents to 
assist in daily chores. This may explain why the youngest adults with mild/moderate 
intellectual disability lost important pre-existing adaptive skills. Staff may have advocated 
residents' rights to make choices (reflected by increased scores on RCAS) but there was no 
indication of concurrent increase in resident responsibility to perform certain adaptive 
behaviours (reflected by a decrease in ABS Part I scores). Direct care staff need to be 
educated in techniques of explicit teaching and responsible choice-making as relocation 
from an institution is not always automatically associated with individual development. 
Ma/adaptive Behaviour 
In the smaller, usually quieter community homes maladaptive behaviours are more 
audible or readily observable. Most community staff have never worked - or even visited 
the Challinor Centre when it was operating - and so their expectations of residents' 
behaviour would have been based on societal standards that were set at a higher level. The 
draft plan for the reform of Challinor Centre (P. Grevell, personal communication, October 
18, 2000) acknowledged that in the institutional setting many residents would act in ways 
that were not acceptable in, or by, the broader community and, hence, were rated as 
maladaptive even though the institution staff accepted it as commonplace behaviour 
(perhaps even normal for that group of people). This may explain why levels of maladaptive 
behaviour were perceived to have stayed at the pre-relocation Challinor levels. 
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Another explanation for the lack of substantial improvement in maladaptive behaviour 
levels (measured by the ABS Part II) were the characteristics of the relocated individuals. In 
the cabinet documents it is reported that over 50% had one or more socially unacceptable 
challenging behaviours. At Challinor these behaviours were managed in a service 
environment which was removed from public scrutiny and where issues of conformity to 
societal norms and values did not necessarily apply. 
Those relocated had experienced long-term institutionalisation so it is perhaps 
encouraging that the levels of maladaptive behaviour did not increase in the community. 
Other researchers have also reported no change in level of maladaptive behaviour (Emerson 
& Hatton, 1996; Larson & Lakin, 1989) and it has been argued that maladaptive or 
challenging behaviour is not caused solely by institutional environments (Cullen et al., 
1995; Felce, Lowe, & Blackman, 1995). However, behaviour problems do not occur in a 
vacuum, are responsive to the environment, and often result from a shortfall in services 
rather than as a result of institutionalisation or deinstitutionalisation per se (Jacobson & 
Schwartz, 1983). The maintenance of uniform levels of maladaptive behaviour reinforces 
the need for specific behavioural programs to modify maladaptive behaviour such as those 
based on positive behavioural support (Koegal, Koegal, & Dunlap, 1996). 
Choice-making 
Even though choice-making increased significantly over the 24 months following 
relocation, residents were still making less than two-thirds of every day decisions. The 
plateauing of results is consistent with factors associated with the nature of staffed 
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community houses and this has implications for service delivery. For example, staffed 
community houses provide restrictions in that individual preferences about meals, 
household routines, recreation, and leisure cannot always be accommodated by direct care 
staff because of the needs of the group or household (Rawlings, Dowse, & Shaddock, 1 995; 
Stancli:ffe, 1991). Conflicts can occur as people with intellectual disability may not be aware 
of the consequences of their choices, and trial-and-error learning may be unsafe or 
inappropriate. 
The slowing of choice-making frequency and opportunity may reflect the 
establishment of routines in the house and staff knowledge of residents and so they 
anticipate or predict choice rather than allowing the person to be active in choice situations. 
However, it is important for people to have their changing needs and preferences accepted 
through availability of a high level of choice-making, a point also made by Janicki (1990). 
It is not always appropriate for staff to anticipate a person's choices as they need to be 
actively involved in the process and interaction. Similarly, it is inappropriate for staff to 
allow residents to "do their own thing" as inappropriate choices restrict habilitation 
(Bannerman, Sheldon, Sherman, & Harchik, 1990; Crichton, 1 998). However, many staff 
accept resident non-participation in self-care or domestic chores because they fail to 
understand that the resident is being denied the opportunity to become more autonomous 
through the acquisition of independent living skills. Choice-making should be related to the 
capabilities of individuals, with staff direction and teaching occurring where inappropriate 
choices are being made rather than absolute acceptance of resident choice. This involves the 
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reconciliation of individual rights versus responsibility issues which need to be addressed 
by both direct care staff and service providers. 
In Australia, community support staff seem overly conservative about their 
responsibilities vis-a-vis rights such as resident choice (Parmenter, 1994) and the plateauing 
of choice opportunities might reflect this conservatism. Hence, direct care staff need 
guidelines about when it is legitimate to stand back so that the resident learns from risk­
taking activities and their consequences and when they should intervene to maintain duty of 
care. Staff also need to be taught how to facilitate choice-making especially for people with 
severe intellectual disability and/or language and communication problems. This will enable 
residents to derive more benefit from their everyday decisions and, once accomplished, 
direct care staff can support the tackling of choices and decisions relating to major life 
decisions such as who to live with or where to go on holidays. 
Objective Life Quality 
While it is encouraging that life circumstances improved most notably in standard of 
residential accommodation, increased opportunities for life routines and community access, 
and wider social networks, discrepancies occur between services or even individuals within 
the same service. These are related to issues of quality concerning staff interactions and 
input into activities such as leisure and recreation. 
There was a great variety and number of home-based leisure activities in the early 
months of relocation but, by 24 months, these were declining, except in houses where 
residents were kept actively involved in leisure pursuits such as painting, puzzles, 
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gardening, knitting, cooking, and caring for a pet (recall, for example, case studies of Keith 
and Susan compared with Grant who went for a drive and had lunch out every day). Lack of 
maintained leisure activity has been reported by other researchers (Dagnan, Ruddick, & 
Jones, 1998). No one in the present study attended full-time day services and community 
activities were only attended for several hours on a weekly basis (e.g., social groups, craft, 
pottery, swimming). This indicates a need for staff to devise innovative ways for enabling 
residents to enjoy opportunities that lead to personal competence, development, and 
autonomy. Other researchers undertaking longitudinal follow-up of community relocation 
have also found no evidence of people who were undertaking new or ordinary day time 
activities (Donnelly, McGilloway, Mays, Perry, & Lavery, 1997). With the exception of 
community access activities many houses have little structure and direction from staff in 
terms of individual programming and so are no improvement on life in the institution where 
residents also spent much of the time in undirected activity. 
Residents have more allocated and funded time for day activities in the community 
than they had when living at Challinor. Every resident is funded for 1 5  hours of community 
access per week but the results from analysis of life routines data indicated that it was often 
used for domestic chores such as grocery shopping and bill paying, and so this time was not 
always used for the optimum benefit of the resident. The availability of so much undirected 
time means it is important for direct care staff to provide direction or structure into the 
unfunded time at home. Services in other states or countries allocate 30 hours of day 
activities per week as for Community Residential Services in Victoria (G. Roach, personal 
communication, 29 May, 2001) and, in Minnesota, US (Stancliffe & Lakin, 1 999). 
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It is also important that a continued effort is made to ensure existing leisure 
opportunities are developed and maintained. Staff :frequently commented to the investigator 
that a person was no longer participating in a particular recreation/leisure routine because 
they "Didn't want to do it any more." However, it was not usually replaced by a new 
activity and so the person had reduced variety in activities. A common excuse by staff was 
"We've tried that" but a lack of awareness of the learning styles of people with intellectual 
disability may have caused hasty decisions to be made. It has been found that physical 
inactivity is associated with lower intellectual disability and more restrictive settings, and 
yet Robertson et al. (2000) have suggested that increasing levels of moderate physical 
activity would be the most effective way of improving the health of people with intellectual 
disability. Increased activity may also require staff assistance to facilitate social inclusion. 
Social integration has been documented as a problem associated with 
deinstitutionalisation as living in the community does not necessarily mean being an 
integral part of the community (Lord & Pedlar, 1991 ;  Pedlar, 1990). In some houses, 
however, staff actively facilitated resident interaction with the neighbours or local 
shopkeepers. Most people, however, have restricted social networks where there is limited 
interaction with business people, even though research has shown that business people are 
not overly concerned about interacting with customers with intellectual disability (Parsons, 
Elkins, & Sigafoos, 2000). Most complaints or criticism that business owners expressed 
(e.g., look different because of their dress or unsure how to order) involve adaptive skills 
that staff could change if appropriate training was implemented. Social inclusion has also 
been influenced by service philosophy. 
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Researchers have found that people with limited social networks in the community are 
often more isolated in terms of social contact than they had been in the institution (see e.g., 
Donnelly et al., 1997). Some residences become institutional when there are few activities 
encouraging community integration. While in others, social isolation occurred because 
service policy was based on total adherence to the notion of Social Role Valorisation 
(Wolfensberger, 1972) so that individuals were unable to attend activities, groups, or 
programs specifically designed for people with an intellectual disability. These people 
tended to remain at home, have a narrower circle of social contacts than at Challinor, and 
very unstructured community access (e.g., walk in the park, drive in the car) with 
restrictions also being associated with reduced or smaller adaptive behaviour increases and 
in some cases, increased maladative behaviour. Grant, for example, (with stable adaptive 
behaviour scores) was not participating in structured community access which reduced his 
range of social and friendship networks. 
Friendship networks appeared to increase for residents (in terms of quantity), 
however, they have not been broadened to include people in the community without 
intellectual disability (in terms of quality). Similar findings that most recreational activities 
were with people with disabilities or staff have been found by other researchers (see e.g., 
Hayden, Soulen, Schleien, & Tabourne, 1996). 
The conclusion that one might draw from the above discussion is that many residents 
are living in the community but are not always integral members of the community. The 
exceptions are older people who are accessing generic activities for elderly citizens where it 
is acceptable to be in a wheelchair, forgetful, or clumsy (recall e.g., Loma who visited the 
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local Elderly Citizens club, and attended a weekly singalong at the RSL). People living in 
regional Queensland also seem more likely to be integrated into the general community than 
their city peers because of the lack of specialised services for people with intellectual 
disability in those remote areas. Both residential location and residential co-tennancy 
arrangements affect the availability of support. 
Residents may be grouped for convenience in terms of service provision rather than 
based on true friendships, and planning associated with community placement does not 
always take into account the dynamic nature of social relationships or changes that may 
occur as a result of experiences of community living (Lord & Pedlar, 1 991). Many of the 
services involved with the relocated residents grouped people with similar needs (e.g., with 
mobility impairments), and in some cases the residents had not even been living in the same 
areas at Challinor and were initially strangers. Grant, for example, was placed with two 
older residents because there was a spare bed at their place and he had no family input 
advocating for his relocation. Young people, especially, need dynamic and flexible 
residential arrangements to allow for changes in friendships or needs. But most residential 
arrangements are fixed and relocation from one community residence to another usually 
only occurred when there was a physical risk to either resident. It could not be made as a 
matter of choice on the person's  behalf and was usually in reaction to a crisis. Other 
destabilising factors involved issues of staff turnover. 
The benefits of positive and long-term staff involvement with residents has been 
indirectly highlighted by this research. Residents with stable staff had more favourable 
outcomes (larger increases in adaptive behaviour, or no plateauing of skills). For example, 
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Susan, Loma, and Keith had the same staff respondent at each assessment, whereas Grant 
had four different respondents. Some direct care staff provided a better quality of interaction 
and service as they paid more attention to the individuality and skill requirements of the 
people they were to support. See, for example, the case study of Susan and her 
achievements as a result of staff behaviour. The effects of variability in staff skills and 
interaction has been reported by other researchers, (see e.g., Duker, Backbier, Bouts, van 
Spaandonk, & Seys, 1999; Rose, Jones, & Fletcher, 1998; Stancliffe, Emerson, & Lakin, 
2000). However, as in otJ;ier findings, high staff turnover and staff burnout is often a 
problem resulting in lack of consistent approach in resident care (Aitken & Schloss, 1994; 
Blumenthal, Lavender, & Hewson, 1998; Edwards & Miltenberger, 199 1 ;  Felce, Lowe, & 
Beswick, 1993; Larson & Lakin, 1999). 
In summary, the research outcomes encompass, firstly, general issues related to 
community living and secondly, staff factors. The general issues are: (a) the government 
decision to close the institution and relocate residents into the community was vindicated as 
most residents benefited from the new style of service provision, (b) residents are leading 
more normalised lifestyles as shown by increases in adaptive behaviour, choice-making and 
objective life quality that are similar to lifestyles experienced by people without intellectual 
disability, ( c) variability in individual outcomes suggests there is not a single recipe for 
community living but services need to be responsive to individual requirements to optimise 
the benefits of community living, and ( d) the longitudinal monitoring of residential 
lifestyles and adaptive skill and choice-making acquisition have highlighted issues that need 
addressing, most notably those involving direct care staff . Staff skill factors might provide 
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an explanation for the plateauing of some participant skills and the following observations 
are made: 
1 .  Changes in adaptive behaviour are dependent on the nature and efficacy of direct 
care staff input. 
2. Residential staff require training to develop teaching strategies to foster
development in adults with intellectual disability. This indicates a need for 
professional development and tertiary training rather than maintaining direct care 
staff activities as an unskilled profession. 
3 .  Residential staff need to be educated about responsible choice-making by 
residents and how they can facilitate choice-making in adults with severe 
intellectual disability. 
4. It is important to maintain structured leisure and physical recreation activities,
especially for adults with severe intellectual disability as an effective way of 
maintaining and improving health. 
5 .  Proactive behaviour on the part of direct care staff is  necessary to facilitate social 
inclusion in the community. 
6. Funding allocation of 15 hours community access per week means there is much
unstructured time at home. This necessitates the need for direct care staff to use
the remaining hours for physical activity in either domestic or leisure skills and 
to do this effectively most will require skill development. 
7. There are benefits of encouraging positive and long-term staff involvement with
residents as a first step toward addressing the issue of staff turnover. Making the 
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role of direct care staff more professional through skill acquisition might further 
redress staff turnover so the position becomes more skilled and socially valued. 
8. Older adults and those with severe levels of intellectual disability can continue to
make gains in adaptive skills as they age when appropriate support is provided. 
It seems important to have formally established PCPs for all individuals in all 
life areas and for on-going assessment to monitor the process and maintain 
development. 
The implication of these observations for practice is described briefly in the following 
section. 
Implications for Practice 
It has been suggested that the dynamics that occur in community houses between staff 
and residents has a substantial impact on resident independence and skill development. 
Hence, this section deals briefly with what might be done to improve residential care 
practices to continue the enhancement of residents' lifestyle and life circumstances well into 
the later years of their lives. 
Relocation into community settings is reinforced by ethical argument to provide the 
least restrictive environment possible. However, if one of the major goals of institutional 
reform and deinstitutionalisation is increased skill acquisition then moving people to 
community settings is insufficient. Efforts within programming must occur to teach 
residents how to make use of the new environments so the issue becomes one of custodial 
versus therapeutic care, rather than institution versus community (Kleinberg & Galligan, 
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1983). Now that the social address perspective on environments and services has been 
addressed through deinstitutionalisation, attention needs to be directed to the social and 
psychological interactions which occur in the residences (Bruininks, 1 990). This involves 
the quality of staff characteristics, skills, and interactions that influence resident outcomes 
(Felce, 1998). 
Skills/ or Staff 
Personal observations made during the present study have suggested that it is not the 
quantity of staff but rather the quality of the interaction that fosters individual development. 
Favourable staff:resident ratios are not necessarily associated with quality of life (see e.g., 
Felce, Lowe, Beecham, & Hallam, 2000) but an important factor seems to involve resident 
oriented behaviour from staff. Felce and Perry (1995b) found that contact from staff in 
community houses was mainly in the form of conversation, and only 1 5% of staff attention 
to residents was for explicit instruction, prompting, demonstration, or physical guidance to 
do an activity. Staff have also been found to overuse verbal communication and fail to 
adjust their language to the resident's level of understanding (McConkey, Morris, & 
Purcell, 1999). Furthermore, Duker et al. (1999) found that untrained direct care staff spent 
more time on routine custodial care and off task behaviours than resident oriented care, and 
staff with the most training spent more time on organisational activities than on resident 
training. Allocation of staff to specific duties for individuals and having staff work 1 :  1 with 
residents is important for increasing staff interaction, rather than increasing numbers of staff 
in a house (Duker, Seys, Leeuwe, & Prins, 1991 ; Felce & Perry, 1 995b). 
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It is not sufficient to increase staffing levels or change service delivery to a more 
person-centred philosophy. Inadequate staff support results in low activity in adults, 
regardless of staff numbers, and activity will not occur simply as a consequence of living in 
an ordinary house in the community Direct care staff require training in principles of 
pedagogy for adults with intellectual disability, especially those with severe intellectual 
disability as staff tend to show greater attention to adults with more skills (F elce, Bowley et 
al., 2000; Hatton, Emerson, Robertson, Henderson, & Cooper, 1996). One successful 
intervention is that of active support. 
Active support refers to a set of procedures implemented by staff and involves 
planning resident activities, staff:resident support, and staff training for effective assistance 
(Felce, Bowley et al., 2000; Jones, 1999). Jones et al. (1999) studied adults with severe and 
profound disabilities and found that community houses which offered staff training in active 
support resulted in increased attention and assistance to residents, increased resident activity 
levels including domestic activities, and less time in non-social engagement. It has been 
shown to be effective in increasing the level of assistance to all residents, especially those 
with the least number of adaptive skills and highest support needs. 
Jones et al. (1999) suggested that active support should be the norm and part of the 
culture of working with adults with severe intellectual disability in residential services. 
Active support has the advantage of facilitating different levels of support depending on 
resident need. Residents with few skills receive more attention and assistance than more 
able residents. Increased activity is achieved without increasing staffing levels which is an 
important financial consideration, and training is relatively brief with few costs. Training in 
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active support is justified in cost: benefit terms as being outcome-effective and almost cost 
neutral and if it provides staff with techniques and strategies for working with particular 
residents then it will contribute to job satisfaction and may reduce the constant problems 
associated with high staff turnover. 
From informal observation of staff working in community houses during the course of 
the study, it would appear that many of them require training in specific pedagogical 
techniques, especially explicit instruction (Westwood, 1997). These are adapted from the 
field of special education and are similar to techniques implemented in the education of 
children with learning disabilities (see e.g., Ashman & Elkins, 1 998; Bos & Vaughn, 1998; 
Butler, 1995; Foreman, 1996). Explicit instruction involves task analysis, scaffolding, 
teaching strategies such as modelling, chaining, and prompting, use of metacognitive 
strategies, and opportunities for transfer and generalisation of skills. The principles of 
teaching children with an intellectual disability need to be implemented in this population, 
with a focus on age appropriate adult skills and materials. Teaching should address the 
skills people possess, rather than their deficits, so there is a consistent and progressive 
development of adaptive skills and choice-making ability rather than limited or plateauing 
improvement as participants in this research demonstrated. 
Benefits of staff training in pedagogy are two fold. Firstly, staff training will generate 
improved job satisfaction which may influence positively the current high levels of staff 
turnover. Secondly, there will be a positive self-fulfilling effect on people with intellectual 
disability and their staff. Staff facilitation of, and resident participation in, activities of daily 
living provides increased opportunities for normalisation, improved quality of life (i.e., less 
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time spent on undirected activity), and roles which are socially valued (i.e., residents are 
valued for their achievements and staff are aware of their contribution). 
Future Research 
182 
Issues such as the rating of maladaptive behaviour, plateauing of skills, integrity of 
PCPs, and more inclusive research practices have been highlighted as areas for future 
research. In the present study maladaptive behaviour as assessed by the ABS Part II 
remained stable over 24 months of community living but, from the researcher's perspective, 
it appeared that maladaptive behaviour had declined from the levels at Challinor. Certainly 
behaviours were often more visually and audibly obvious to community based staff and 
they seemed to rate behaviours as more serious than when they had occurred in the 
institution. 
A way of determining whether maladaptive behaviour remained unchanged in the 
community may be to reassess using another instrument, for example, Aberrant Behavior 
Checklist (Aman & Singh, 1994) and compare with the ABS results. It seems important to 
determine if assessment devices for maladptive behaviour are accurate and provide 
equivalent results. Alternatively it may be useful to carry out a series of observations in 
community houses over time to judge the frequency and severity of maladaptive behaviour 
and verify if rated levels of maladaptive behaviour are equivalent to observed levels. 
As a way of overcoming the plateauing of skills active support (Jones et al., 1 999) 
could be introduced into some community homes and compared with community homes 
with no intervention. Alternatively, research of staff training in specific pedagogical 
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techniques (e.g., explicit teaching) might be investigated. Two training packages could be 
developed. One could emphasise functional skills with residents with mild, moderate and 
severe levels of intellectual disability using the traditional behavioural approach, and the 
other could use a cognitive approach involving explicit teaching including executive 
strategies. It is anticipated that the cognitive approach would be more successful as it 
focuses on strengths and individual contribution, not deficits. 
It would also be beneficial to assess the integrity of PCPs, an issue highlighted by 
Holburn et al. (2000). Residents in the present study were relocated under the PCP model 
and it might be that lack of change, such as the plateauing of recreation activites, was due to 
lack of follow-up by direct care staff and service providers in terms of the PCP. Other 
researchers (e.g., Cummins, Baxter, Hudson, & Jauernig, 1996) have found that 
bureaucratic documents such as Inclividual Program Plans (IPP) do not always address the 
purposes for which they were designed and are not always used advantageously. 
It is desirable for researchers to actively include participants with intellectual 
disability in the research process and as research participants (Mactavish, Mahon, & 
Lutfiyya, 2000). The use of focus groups, modification of data collection, and specific 
facilitation techniques such as a prompting hierarchy and cueing, may help to gauge the 
subjective opinions of participants in research projects about quality of life in the 
community. The underlying assumption is that all perspectives are helpful and provide new 
or complementary information which contributes to our overall understanding (Taylor, 
Bogdan, & Lutfiyya, 1995). Assessment of community living requires a multi-directional 
focus but above all should include active participation by people with intellectual disability. 
Chapter 8 
The challenge for researchers is to unlock appropriate means of facilitating efficient 
participation in areas which impact on the lives of people with intellectual disability. 
Conclusion 
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''No advantage is gained by remaining in an institution" (Cullen et al., 1995, p. 491) 
and no " . . .  study . . .  (has) shown accelerated improvement over time arising from 
community placement" (Lowe, de Paiva, & Pelee, 1993, p. 4). The results of the present 
study indicate that adults with intellectual disability have living conditions which are more 
similar to people in the community without intellectual disability and are certainly more 
favourable than their lives in the institution. All results report positive changes whether for 
adaptive behaviour, choice-making, or objective life circumstances and are a reflection of 
the improved living environments and changed lifestyles. The nature of differential 
outcomes for individuals suggests that community based services may not yet be meeting 
all the needs of all people with intellectual disability and attention needs to be paid to 
individual development and especially to the quality of staff support. One could argue that 
the only advantage of institutions might be for bureaucratic and administrative purposes, 
while deinstitutionalisation and the new lifestyles of people with intellectual disability in the 
community are suited to addressing the needs of individuals. For the maintenance of 
positive lifestyle outcomes community living needs to address issues of the social 
environment including interrelationships between people with and without intellectual 
disability in the social domain. 
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Relocation from life in an institution which focussed on block treatment, rigidity of 
routine, and depersonalisation, to a more individual, flexible, person-centred lifestyle in the 
community was certainly a positive move for all individuals. The achievement of 
normalisation (i.e., community presence, choice, respect, competence, and opportunity for 
community participation, O'Brien & Lyle, 1987) has been achieved with varying success by 
individuals. The next phase is for service providers to focus on the individual and actively 
encourage and facilitate social and community participation. Deinstitutionalisation is only 
the first step toward inclusion and social acceptance of people with intellectual disability in 
the community. 
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APPENDIX l 
Resident Choice Assessment Scale 
THE UNIVERSITY OF QUEENSLAND 
Fred and Eleanor Schonell Special Education Research Centre 
RESIDENT CHOICE ASSESSMENT SCALE 
Kearney, C.A., Durand, V.M., & Mindell, J.A. (1995). Choice assessment in residential settings. Journal of 
Developmental and Physical Disabilities, 7(3), 203-213. 
SUBJECT NUMBER: DA1E: 
Please circle the number which is the best answer to the following questions: 
1 .  Does the client choose the time when he/she gets out of bed in the morning? 
Never Almost Never Seldom Half the Time Usually Almost Always 
1 2 3 4 5 6 
2. Does the client choose his/her bedtime?
Never Almost Never Seldom Half the Time Usually Almost Always 
1 2 3 4 5 6 
3. Is the client's bedroom door locked at night?
Never Almost Never Seldom Half the Time Usually Almost Always 
1 2 3 4 5 6 
4. Does the client choose his/her own clothes in the morning?
Never Almost Never Seldom Half the Time Usually Almost Always 
1 2 3 4 5 6 
5. Does the client choose his/her roommate (if not in a private room)?
Never Almost Never Seldom Half the Time Usually Almost Always 
1 2 3 4 5 6 
6. Does the client choose the time he/she takes a bath/shower?
Never Almost Never Seldom Half the Time Usually Almost Always 
1 2 3 4 5 6 
7. Does the client choose the time he/she brushes his/her teeth?
Never Almost Never Seldom Half the Time Usually Almost Always 
1 2 3 4 5 6 
Always 
7 
Always 
7 
Always 
7 
Always 
7 
Always 
7 
Always 
7 
Always 
7 
8. Does the client have a choice at meal times (e.g., ham vs steak)?
Never Almost Never Seldom Half the Time Usually Almost Always Always 
1 2 3 4 5 6 7 
9. Does the client have a choice as to when he/she eats (e.g., 6:00 or 6:30 PM)?
Never Almost Never Seldom Half the Time Usually Almost Always Always 
1 2 3 4 5 6 7 
10. Does the client choose his/her own activities during the day?
Never Almost Never Seldom Half the Time Usually Almost Always Always 
1 2 3 4 5 6 7 
1 1 . Does the client choose his/her own recreational activities? 
Never Almost Never Seldom Half the Time Usually Almost Always Always 
1 2 3 4 5 6 7 
12. For group activities does the client choose whether or not he/she participates?
Never Almost Never Seldom Half the Time Usually Almost Always Always 
1 2 3 4 5 6 7 
13. Can the client take walks outside by himself/herself if they want to?
Never Almost Never Seldom Half the Time Usually Almost Always Always 
1 2 3 4 5 6 7 
14. Does the client spend time in his/her bedroom alone during the day/evening?
Never Almost Never Seldom Half the Time Usually Almost Always Always 
1 2 3 4 5 6 7 
15. Does the client move about the building/home as he/she chooses?
Never Almost Never Seldom Half the Time Usually Almost Always Always 
1 2 3 4 5 6 7 
16. Does the client have a choice as to whether he/she has visitors?
Never Almost Never Seldom Half the Time Usually Almost Always Always 
1 2 3 4 5 6 7 
17. Does the client participate in preparation of meals?
Never Almost Never Seldom Half the Time Usually Almost Always Always 
1 2 3 4 5 6 7 
18. Does the client participate in clean up after meals?
Never 
1 
Almost 
Never 
2 
Seldom 
3 
Half the 
Time 
4 
Usually 
5 
Almost 
Always 
6 
Always 
7 
19. Does the client participate in doing his/her laundry?
Never Almost Never 
1 2 
Seldom
3 
Half the Time 
4 
Usually Almost Always Always 
5 6 7 
20. Is the client responsible for all or part of clean-up of his/her bedroom?
Never Almost Never 
1 2 
Seldom 
3 
Half the Time 
4 
Usually Almost Always Always 
5 6 7 
21 . Does the client choose whether he/she will "receive therapy services (e.g., speech, physical, 
occupational)"? 
Never Almost Never 
1 2 
Seldom 
3 
Half the Time 
4 
Usually Almost Always Always 
5 6 7 
22. Does the client choose which television program he/she would like to watch?
Never Almost Never 
1 2 
Seldom 
3 
Half the Time
4 
Usually Almost Always Always 
5 6 7 
23. Does the client choose which radio program he/she would like to listen to?
Never Almost Never 
1 2 
Seldom 
3 
Half the Time
4 
Usually Almost Always Always 
5 6 7 
24. Does the client choose which activities he/she will participate in during the weekend?
Never Almost Never 
1 2 
Seldom 
3 
Half the Time 
4 
Usually Almost Always Always 
5 6 7 
25. Does the client choose which type or style of "adaptive equipment or prosthetic devices
he/she utilizes (e.g., wheelchair, braces)"?
Never Almost Never 
1 2 
TOTAL SCORE: 
Seldom 
3 
Half the Time 
4 
Usually Almost Always Always 
5 6 7 
ITEM MEAN SCORE: 
APPENDIX2 
Life Circumstances Questionnaire 
THE UNIVERSITY OF QUEENSLAND 
Fred and Eleanor Schonell Special Education Research Centre 
LIFE CIRCUMSTANCES QUESTIONNAIRE 
L. Young, A.F. Ashman, J. Sigafoos & J.N. Suttie (1996) 
MATERIAL WELL-BEING 
Q 1 .  Which of the following items does the client own or has acquired in the last 6 months? 
(Score one point for each item 10 max). 
Every day clothes 
Good clothes 
Bed 
Chest of drawers 
Wardrobe 
Arm chair 
Radio 
Television 
Cassette/ CD player 
Cassettes, Cds 
Make-up 
Hairdryer 
Bedspread 
Blankets 
Sheets 
Pillow 
Savings account 
Other (Describe) TOT AL. __ _ 
PHYSICAL WELL-BEING 
Q2. How many medications is the client on each day? 
(Count number of different prescriptions) 
None One Two 3-5 6+ 
(5) (4) (3) (2) (1)  
Q3. How often does the client visit the doctor ? 
Yearly 6 Monthly 3 Monthly Monthly Fortnightly 
(6) (5) (4) (3) (2) 
Q4. How often does the client visit the dentist? 
Weekly 
(1) 
Never 
(0) 
Yearly 6 Monthly 3 Monthly Monthly Fortnightly Weekly Never 
(6) (5) (4) (3) (2) (1)  (0) 
Q5. When did the client last have an accidental injury/illness? 
Within the last week (0) 
Within the last month (1) 
Within the last 6 months (2) 
Within the last 12 months (3) 
More than 1 2  months ago (4) 
Never in the current setting(5) 
MEDICATION : 
Describe the injury and outcome. 
Injury : MAJOR MINOR NONE 
(0) (1)  (2) 
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CHOICE MAKING 
Self-determination 
QlO. Client makes decisions about major events, for example, what clothes do I need to buy, do 
I want to go on holidays ? 
100% 
(4) 
75% 
(3) 
50% 
(2) 
25% 
(1) 
0% Oftime 
(0) 
QlO. Client makes decisions about minor choices eg. will I wear a red or blue T shirt today, do I 
want j am  or honey on my toast ? 
100% 
(4) 
75% 
(3) 
SOCIAL/EMOTIONAL WELL-BEING 
Friendships 
Q 1 1 .  How many friends does the client have? 
50% 
(2) 
None 
(0) 
Persons with disabilities 
Persons without disabilities 
(not family or staff) 
Paid staff 
Volunteers 
1 
(1) 
25% 
(1) 
2-3 
(2) 
0% Oftime 
(0) 
4-8 
(3) 
8 
(4) 
TOTAL'-----
Q 1 1 .  How often does the client have contact with these friends? 
Persons with disabilities 
Persons without disabilities 
(not family or staff) 
Paid staff 
Volunteers 
Daily Weekly Monthly 
(4) (3) (2) 
Yearly 
(1)  
Never 
(0) 
TOTAL. ___ _ 
Q12. Does the person socialise in the following ways ? Answer YES (1) or NO (0) 
Outings with friends 
Outings with family 
Inviting family/friends to residence 
Having friends stay overnight 
Seeing friends in private room 
Having friends over for meals, snacks, drinks etc 
(Score one point for every item ticked) 
Q13. Is or has this person been involved in any of the following relationships in the last six 
months? Answer YES (1) or NO (0) 
Boyfriend/girlfriend 
Marriage 
De facto 
Is a parent 
Other 
Life Circumstances ... P. 7 
Ql3 . If the person has or has not been involved in any of the above relationships which statement 
is the best explanation ? 
Yes, currently (3) 
Not now, but in the past (2) 
No, by own choice (1) 
No, for lack of opportunity (0) 
Don't know (0) 
TOTAL __ _ 
Family 
Q14. How often does this person have contact with members of his family? 
Regular-Monthly(3) Occasional-6monthly(2) Rare-12monthly(l) Never(O) 
Mother . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  . 
Father . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 
Brother . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  . 
Sister . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  . 
Other relative . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  . 
TOTAL.____ 
Q14. How often does the client have personal contact with his family? 
Daily Weekly Fortnightly Monthly 3monthly 6monthly Yearly 
(8) (7) (6) (5) (4) (3) (2) 
Ql4. How often does the client stay overnight with family or friends?.  
Daily Weekly Fortnightly Monthly 3monthly 6monthly Yearly 
(8) (7) (6) (5) (4) (3) (2) 
Q14. How often does the client stay for several nights with a family member ? 
Rarely Never 
(1) (0) 
Rarely Never 
(1) (0) 
Daily Weekly Fortnightly Monthly 3monthly 6monthly Yearly Rarely Never 
(8) (7) (6) (5) (4) (3) (2) (1) (0) 
Q14. How often do relatives visit client's home? 
Daily Weekly Fortnightly Monthly 3monthly 6monthly 
(8) (7) (6) (5) (4) (3) 
Other 
QlS. How often does the client receive personal mail eg cards? 
Daily Weekly Fortnightly Monthly 3monthly 6monthly 
(8) (7) (6) (5) (4) (3) 
QlS.How often does the client receive personal phone calls? 
Daily Weekly Fortnightly Monthly 3monthly 6monthly 
(8) (7) (6) (5) (4) (3) 
QlS.Does this person have personal contact with the neighbours ? 
Yes (1) No (0) 
Q15. What is the nature of this contact ? 
Positive (2) Positive/Negative (1) 
Yearly Rarely Never 
(2) (1) (0) 
Yearly Rarely Never 
(2) (1) (0) 
Yearly Rarely Never 
(2) (1) (0) 
Negative (0) 
Neighbour contact :------------------------
TOTAL. __ _ 
Life Circumstances .. .  P.8 
Ql5 .  Over the past month / 6 months tell me all the new skills the client has achieved. (Score 
one point for each item I activity, 10 max.) 
TOTAL 
RESIDENTIAL WELL BEING 
Q16. Where do you live ? House (4) 
Duplex/flat (3) 
Cluster centre (2) 
Institution (1) 
Q16. High quality (3) 
Medium quality (2) 
Low quality (1) 
Q16. Who do they live with ? Alone (3) 
Friends (2) 
Family (1) 
Acquaintances (0) 
Q16. Does the person choose to live with current housemates at this point in time? 
How much is their choice? 100% 75% 50% 25% No 
(4) (3) (2) (1)  (0) 
Ql6. How many people do they live with? Bedroom __ 
Module (staff: clients) __ 
Area (ward area, house, duplex) __ 
Q 17. Are you close to public transport ? 
Yes (1)  No (0) 
Q 17. Is it a regular service eg. Cityxpress bus, train with hourly and weekend services? 
Yes (1)  No (0) 
Q 17. Are you within walking distance of shops ? (For bread and milk) 
Yes (1) No (0) 
Q 17. Are you within walking distance of a park or nature reserve ? 
Yes (1) No (0) 
Q17. Are you within walking distance of other leisure activities ? eg community centre, library, 
sporting facilitie8 where the person with a disability may participate. 
Yes (1)  No (0) 
If yes please specify the activities. 
Life Circumstances ... P.9 
RESIDENTIAL WELL-BEING 
Exterior and Interior 
To what extent does the exterior of this residence resemble a typical family home? 
5 
Typically 
home-like 
4 3 2 1 
Typical of 
institution 
To what extent does the interior of this residence resemble a typical family home? 
5 
Typically 
home-like 
4 3 2 1 
Typical of 
institution 
To what extent is this person's lifestyle typical of a person of similar chronological age? 
5 
Typical of person 
of similar 
chronological age 
4 3 2 
Would you say this person is content with their life? How do you know? 
1 
Very 
atypical 
All of the time (4) Most of the time (3) Some of the time (2) Rarely/Don't know (1) Never (0) 
Has there been a major achievement/change for this person recently? 
YES (1) NO (0) 
Life Circumstances . . . P.10 
ANECDOTAL OBSERVATIONS 
Physical setting: (condition of house, garden, furniture etc) 
Client's appearance: 
Staff attitudes/responsiveness: 
Problems:  
Staffing changes: 
Life Circumstances ... P.11 
